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HUNTING FOR ZEBRAS: THE ENCULTURATION AND SOCIALIZATION OF 
GENETIC COUNSELORS 
KAILYN E. SITTER 
ABSTRACT 
 Genetic counselors (GCs) serve as health professionals who bridge the gap 
between patients and genetic medicine. Understanding the processes of genetic counselor 
enculturation and socialization gives a better picture of how these unique clinicians 
navigate the spaces between biomedical explanatory models and patient illness 
narratives, especially pertaining to how biomedicine has influenced how GCs experience 
the world and shape their professional and personal identities. In this two year-long 
study, I observed GCs, their students, faculty, patient presenters, and other guests of a 
genetic counselor training program (“GC Program”) to better understand the ways 
biomedical discourse is internalized and perpetuated through generations of students. 
Through semi-structured interviews, a free-listing exercise, and the analysis of applicant 
essays, I focus on how ritualized process leads to the experience of biomedically-
influenced periods of enculturation and socialization for GC students, applicants, and 
professionals who have graduated. I discuss how technology and materializing devices 
allow for the construction and interpretation of genetic identities closely tied to a 
counseling profession, which can either magnify the personal identities of its members or 
alienate those who feel as though they do not belong. The identities of genetic 
professionals force patients into ideal medical imaginaries; however genetic counselors 
set themselves apart from overlying biomedical structures as clinicians who defy norms 
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to better take care of their patients. Last, I provide suggestions on how the field of genetic 
counseling can expand its interpretations of genetic citizenship and responsibility to 
broaden its reach and deepen its rich history of compassionate advocacy for its patients 
and members.  
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Another email flashes across my screen and I tense up as my inbox stretches 
fuller. This is chaos—another email among many that has ended up in my possession 
over the last week. A turf war among genetic professionals has erupted before my eyes, 
and now Susan, the genetic counselor training program director, picks up the pieces. A 
genetic counselor (GC) in her own right, she calls for an emergency meeting after the 
students’ seminar: 
 
“As you are likely aware, over the past two weeks there has [been] much 
discussion in the genetics community regarding the response of the American 
College of Medical Genetics regarding their lack of support over the Access to 
Genetic Counselor Services Act (H.R.3235). As this is an important professional 
matter for our field, [we] will host a program wide discussion about this 
immediately following seminar until 4:45pm tomorrow.  As there is a lot of 
conversation happening about this in the...community and with GCs 
everywhere...you are encouraged to familiarize yourself with the issues at hand 
too.  Copies of the notifications sent to [the American College of Medical 
Genetics and Genomics (ACMG)] membership and to [National Society of 
Genetic Counselors (NSGC)] membership can be found at the embedded links 
below.  We hope this program wide discussion provides an important opportunity 
to ask questions and share thoughts.”  
 
Susan, January 2020, emphasis removed 
 
Susan works hard to ensure her students feel comfortable talking freely about the 
recent conflict among different professional organizations, both of which have GCs as 
members. Her email is matter of fact as she addresses the drama but stresses her concern 
for the wellbeing of her students. She hopes they feel comfortable coming to her, and 
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many do. They seek her guidance about how they should respond to the information that 
exists about the bill (“Access to Genetic Counselor Services Act of 2019” 2019). What 
do they say to the advising bodies of genetic medicine when they, just students, are put in 
the crossfire of a power imbalance that will no doubt affect their careers for decades to 
come? 
For decades, genetic counselors have been trying to stake out a claim on the field 
of genetics. Some claim their jurisdiction centers on their personal connections with 
patients. Others say their focus is on being a specialized expert capable of code-switching 
between patient language and complex genetic jargon at the drop of a hat. I do not pick 
sides. GCs are required to maintain a balance between the personal and the professional 
and are expected to be crusaders for their field, emblazoned with vigor and serving as 
shining beacons of light for others in genetic healthcare who do not have time to “meet 
the patients where they’re at.” Sometimes boundaries are messy. 
 
Research Questions and Arguments 
I address how biomedicine shapes genetic counselor education, and how a 
biomedically-influenced education dictates genetic counselor interactions with their 
peers, patients, and themselves. By looking into these issues, other questions arose: How 
does a group establish authority? Credibility? What does it mean when those categories 
of information are embedded in the web of biomedicine, which dictates that people fitting 
into any category must abide by certain rules to be “valid” and acceptable within science? 
Nothing is objective. Everything depends on science, which dictates how they work. I 
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argue that this is exactly the case and that biomedicine directly influences genetic 
counseling, forcing it to mirror other highly medicalized fields, like nursing, and 
occupational therapy (OT). 
I argue that the enculturation and socialization of GCs mirrors the biomedical 
education found for other clinical professions out of necessity. This is because GCs must 
build intellectual and social capital, especially through their biomedical education, to be 
successful advocates for patient health and their rights as professionals. Their capital, 
however, also implies that their identities—and very existence as a profession—enforces 
medical imaginaries on their patients and patient supporters. Last, I argue that GCs set 
themselves apart from overlying structures of biomedicine in each step of their 
enculturation to cement their identities as members of a profession with a perceived need 
for growth and separation from other clinical specialties.  
 
Overview 
This work heads the challenge to understanding how biomedical frameworks 
influence the education, interpretations of health and healthcare, and professional and 
personal identities of genetic counselors and their students. Chapter Two focuses on the 
background of genetic healthcare and science, especially focusing on how technological 
advancements apply to genetic counselors. I also look into how genetic counselors, more 
broadly, see their roles positioned in the world, and the history of their field. I discuss 
how their field’s history deeply impacts how counselors practice and how professional 
organizations structure their initiatives and goals. This chapter also focuses on the 
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medical anthropological theories that frame my arguments, methods, and analysis. I dive 
into introductory conversations about ritual process, science, and biological and genetic 
citizenship. 
Chapter Three describes the methods I used in conceptualizing and carrying out 
this work. The chapter details how I established rapport with my study community, 
conducted data collection, analyzed my data, and came to recognize my positionality as a 
researcher. I also focus on how I came to find writing styles that work for how I intend to 
describe the information I collect. 
Chapter Four focuses on the experiences of GC Program applicants and what 
draws them to the profession. Through exploration of application essays, I uncover how 
GC Program applicants see and position themselves under larger biomedical frameworks. 
They must situate themselves as “possible professionals,” ready to undertake the work 
the Program will demand of them, as observed during interview days and from 
conversations with genetic counseling students who have undergone the admissions 
process and actively took part in recruitment events for the GC Program. Through dress, 
words, and actions, the applicants show their view of the field and what they think GCs 
are like, thus perpetuating identities of those who have undergone the admission process 
before them.  
Chapter Five details the lives of GC students from matriculation until near 
graduation. I use Turner’s phrase “liminoid” and apply it to this interim period, in which 
students are recognized as not yet fully professional, but still better educated on topics in 
genetic healthcare than those who have not entered into a GC training program. I explore 
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what life looks like for these in-betweeners as they attempt to take on new cases and 
information that allows them to explore the life of a full professional. 
Chapter Six next moves on to discuss the transition for GC students from their 
studenthood to professional life. I describe the end of ritual closing as Turner might 
explore, but also make a point of describing how the education process for GCs does not 
stop. GCs are expected to evaluate constantly how they fit in to this framework of a 
never-ending biomedical education, which can call personal identities into question or 
affirm them when GCs find that their lives closely mirror the model of what good GCs 
look like. I explore this by looking at case studies of GC identity and how these identities 
play out in the world as the professionals are expected to operate in a highly public 
clinical role while balancing their private commitments and never-ending educational 
requirements. 
Chapter Seven concludes my study and explains how readers will come to 
understand the highly complex processes involved in the enculturation and socialization 
of genetic counselors, which highlight the ways genetic and professional identities are 
deeply influenced by history, religion, biomedicine, and the production and control of 
knowledge. They will also have a high level understanding of how biomedicine works to 
shape the education of genetic counselors while also forcing them to work within its 





Hunters in Context 
 
“When you hear hoofbeats, think of horses not zebras.” 
 - Unknown 
 
Welcome to the Zebra Hunt 
“When you hear hoofbeats, think of horses not zebras” shows the struggle of 
many medical students, who encounter symptoms that manifest in patients and can lead 
the student physicians on wild chases to find rare diseases from which the patients are not 
suffering. Biomedicine especially encourages primary care physicians to think of more 
common explanations for patient illnesses. Genetic conditions, however, can be rare. 
Instead of thinking about what the most common explanation is, geneticists and GCs are 
encouraged to be innovative and to detect rare diseases that have not yet been discovered 
or mapped (Boening and Burger 2018).  
In this sense, GCs are hunters tracking down elusive zebras that seem glaring 
from their environment but whose etiologies are obfuscated. Important to note is the 
reality that zebras can be fun to hunt for medical professionals, but that they can be 
highly destructive, disruptive, and disastrous for those experiencing them. They can bring 
great joy in name but can take lives and leave feelings of unease. Tracking and naming a 
zebra can be costly for all involved, and it can drain physical, mental, and emotional 
resources for all involved, including the GCs who must communicate this newfound 
knowledge to a patient. 
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In this chapter, I explore the history of genetic counselors in the US and genetic 
counseling programs throughout the country. I provide background information on the 
history and formation of the field of genetic counseling, the field as a profession, and 
challenges the field strives to overcome. I also explore the history of a specific genetic 
counseling program with which I worked to complete my thesis research about the 
enculturation of genetic counselors. Since GCs see themselves as a unique field within 
the larger body of healthcare, I will provide information about the processes of 
enculturation, acculturation, and socialization to examine the effects of biomedicine in 
counselors’ training experiences.  
 
Genetics: A History 
“Genetics” is the term used for the study of genes and heredity that occur in 
organisms. Early research in the field, like that of Hooke, the father of the microscope, 
and Gregor Mendel, the father of genetics, has led to our understanding of organisms’ 
genomes as we know them today (Durmaz et al. 2015; Lynch, Mulcahy, and Krush 
1973). Advancements in the development of the polymerase chain reaction (PCR), which 
allows sequences of DNA to be replicated into larger, researchable quantities, and 
fluorescence in situ hybridization, which lets researchers observe where certain proteins 
are present by glowing. In 2003, the Human Genome Project (HGP) was completed 
(“What Is the Human Genome Project?” 2018). The 13 year project’s goal of sequencing 
the human genome was aimed at producing a basis for more personalized medicine that 
could target specific genes or base pairs that lead to human disease (Durmaz et al. 2015). 
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In fact, many cases of this seem to be true. Genetic technology is at the forefront of 
science.  
As technology advances, these techniques can be used in new ways that were 
once unimaginable. Lately, it has also received a great deal of press about advances that 
will let people live better lives or combat diseases that were previously left undiscovered 
or treated (Marcus 2019; Boodman 2019). However, genetic research has also leached 
into everyday life for millions of Americans through direct-to-consumer (DTC) 
advertising. Companies like 23andMe and Ancestry.com have marketed directly to the 
people who will use their services rather than healthcare providers who might 
recommend the services. In addition, the companies focus on using genetic sequencing to 
find out information other than health information. For example, 23andMe will offer 
customers health information besides testing for certain characteristics like cilantro 
tasting. Ancestry.com intends to market itself as a product that will allow customers to 
explore the far reaches of their family trees. 
As shown, genetic information is complex and often presented in terms that 
intimidate non-scientists. While this is not necessarily a bad thing, many patients do not 
understand risks or odds of developing certain diseases. Healthcare needed a field 
dedicated to helping patients understand their genetic risk factors. Prior to the founding of 
genetic counseling, nurses, primary care, and other physicians were acting as “pseudo” 
genetic counselors. While this may have been helpful to the patients to receive some kind 
of genetic healthcare or counsel, many current genetic counselors cite this as a misuse of 
nurses and physicians. 
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Professionalization of Genetic Counseling 
Founding a New Field 
Genetic counseling, a term coined in the 1940s, provided the foundation for 
professional training in the field, with the first graduate training program arriving just a 
few decades after in 1971 (Resta 2019; Heimler 1997). Since genetic counseling was 
founded as a field, it has expanded to meet the needs of technological advancement. The 
Human Genome Project (HGP), initiated in 1986, attempted to map the entire human 
genome to further research in healthcare. As a result of the HGP, the gene became a 
cultural icon and commodity that is reshaping society (Jampolis 2019). Everyone is seen 
in terms of their genetic potential and, although society is hesitant to change, consumers 
are familiarizing themselves with how genetic identities can play out in healthcare and 
pop culture (Everett 2004; 2003). 
Early on, genetic healthcare was not readily available. When it became accessible 
to people around the world, primary care nurses and physicians served as the primary 
conduits through which patients could learn more about their genetic risks and 
predispositions. For many patients, this sufficed because technological advancements 
were not advanced enough to promise individualized medicine for each patient. However, 
in the 1930s, the study of heredity that had been coined by William Bateson became 
intertwined with social reforms that, while initially well-intentioned were geared towards 
preventing the spread of harmful genes and led to the forced sterilization, blocked 
immigration, and murder of individuals who were seen as genetically unfit. These 
eugenics movements are harmful to mankind and their impacts still ripple through the 
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world today. Today, genetic counseling has taken on a mission to be non-directive in 
ethically ambiguous situations, even when engaging with increasingly morally 
ambiguous information (Brandenburg 2007). 
 Throughout its entire history, the field of genetic counseling has struggled to deal 
with ethical issues. Most recently, genetic privacy and patient autonomy are major 
themes with which genetic counselors have had to grapple. For example, in many cases 
of pediatric genetic counseling, whole genome sequencing (WGS) and whole exome 
sequencing (WES) are used in order to find genetic causes of disease for patients and 
their families (Sabatello and Appelbaum 2016). However, patients in pediatric settings 
are minors and are required to have parental consent for procedures. Genetic counselors 
must be prepared if a teenager disagrees with parental choices (Sabatello and Appelbaum 
2016). 
Similarly, genetic counselors are now faced with the idea that deoxyribonucleic 
acid (DNA) is not simply owned by one person. In a family, for instance, many people 
can share a mutation. One person learning about a genetic mutation may reconfigure 
familial relations and challenge the concept of individual autonomy when the relationship 
between family and DNA is taken into consideration (Everett 2003, 63). Genetic 
counselors must learn about the psychological risks posed to each patient as well as their 
family members in order to help them decide how to use the information gained from 
tests (Everett 2003, 55). The rights of patients to use their information however they want 
is a legal right, although genetic counselors are trained to help guide them through the 
decision-making process (Everett 2003). 
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Scope of Work 
Genetic counselors have described their work as explaining the genetic basis of 
disease to patients with emphasis on the social and familial implications of these diseases. 
The exact way each genetic counselor describes their work changes based on the 
counselor and the patients they are talking to. General rules state, however, that genetic 
counselors do not require direct, in-clinic supervision from physicians and are capable of 
recommending which tests a patient is eligible for. Some counselors are able to order 
testing for their patients without approval from a physician, but this is state-dependent. 
Genetic counselors are bound by HIPAA, although they are able to ask for their 
hospitals’ ethics boards to send patients’ families risk sheets if a patient has a “severe” 
condition that can affect first- or second-degree relatives. 
Genetics professionals walk a line between hard science and subjective 
experience in disease and illness, especially because genes are not typically visible 
entities. This can create interesting dynamics among genetic counselors, who all seem to 
counsel using different stories, analogies, and explanations for the same diseases. This 
can become especially evident when talking with genetic counselors who work on a team 
as opposed to working as individual counselors. 
In many cases, genetic counselors serve as advocates for their patients because 
they wish to create a supportive environment for their patients and their supporters to 
receive the care they require; however, advocacy for genetic counselors becomes tricky 
when the professionals find themselves balancing at the intersections of psychosocial 
care, clinical protocol, and research (Navon 2012; Resta 2019). When GCs find 
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themselves at these privileged junctions, they are forced to create categories of disease 
and inheritance that non-GCs can understand. This category creation is not a problem but 
can create confusion when used in medicine and the terms do not adequately describe all 
cases in need of genetic services (Navon 2012).Conversely, the creation of these genetic 
categories can also facilitate the creation of advocacy groups who are not clinical 
professionals, thus furthering the missions of the counselors even when they are unable to 
directly help those in need of their services (Navon 2012). 
As genetic counselors integrate the knowledge of genomics, genetic technology, 
and genetic testing into common practice, their roles as scientists and patient advocates 
become more important and useful than they ever have been (Biesecker 2018). New 
biomedical technologies promote innovation and often challenge commonly held 
conceptions of identity and family and patients who are given the option of using this 
technology actively engage with genetic counselors in order to make educated decisions 
about what course of action is most appropriate for them (Bumiller 2009).  
Genetic counselors, through this process of negotiation, contribute to the process 
of biomedicalization in which science is used to exert control over the human body and, 
in effect, control everyday life. This knowledge along with the negotiation of patients 
with genetic counselors produces shifts in social value that allows clinicians to maintain 
power when biological understandings of disease are prioritized (Bumiller 2009). 
However, even with these new advancements in technology, many patients are still 
unable to find the causes of their illnesses (Bumiller 2009, 891). Rather, those with 
genetic conditions look for support outside of the healthcare system so that they can use 
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the increased presence of genetic technology to their advantage (Sabatello and 
Appelbaum 2016).  
 
Where Are Genetic Counselors? 
Worldwide, genetic counseling is only recognized as a profession in about 30 
countries throughout North America, Europe, Asia, Africa, Oceana, and the Middle East. 
As Biesecker describes, genetic counselors practicing today are at a “historical juncture 
where the…number of people receiving results from genomic testing exceeds the number 
of counselors available” (Biesecker 2018, 12). Today, regardless of where they practice, 
genetic counselors are expected to be experts in genetics, counseling, and local cultural 
differences. Fewer than 7,000 genetic counselors provide care for patients across the 
world, with the largest amount (>5000 counselors) practicing in North America (Ormond 
et al. 2018).  
In order to provide enough counselors to deal with the perceived shortage of 
counselors, many genetic counselor training programs are evaluating their curriculum and 
trying to streamline the education process (Ormond et al. 2018). Because of long work 
hours and packed clinical schedules, many GCs see themselves finding jobs in non-
traditional roles: non-profit work, online counseling, and lab work (Navon 2012). Genetic 
counselors have found their profession expanding outward from clinical roles in the last 
few decades, but the history of their field surely hints at where the profession is headed in 
the future.  
	
14 
A similar study discusses how students from racial and ethnic minority 
populations are often not aware of the field of genetic counseling exists and are, 
therefore, inadvertently excluded from the field (Oh and Lewis 2005). In addition to the 
struggle of financing education, many students struggle to balance their interests while in 
school. A study by Bedard et al. explores the research interests of genetic counseling 
students in the United States who say they want to incorporate more research into their 
schooling and professional lives (Bedard et al. 2007). Many of the students do not feel 
like they have enough time to complete the research they want to complete while in 
school. While this means that graduates of counseling programs are invested in the health 
of their patients and seem interested in strengthening the voice of genetic counseling in 
healthcare, it can also mean that students are stuck balancing their interests in research 
with the often-intended clinical path of their profession (Bedard et al. 2007). 
 
How Do They Work? 
Genetic counselors are uniquely situated in their practices. They walk a line 
between hard science and subjective experience in disease and illness. Some counselors 
work in teams of ten or twelve GCs, others work alone as the only GC in their respective 
department. Some GCs work in one subspecialty like prenatal genetics, while others work 
in all of the “big three” categories: prenatal, cancer, and pediatrics. Any combination of 
subspecialties and duties can exist for GCs because the duties assigned are dependent on 
clinical need. Counselors pride themselves on how flexible their training and skills are 
simply because of the fluid nature by which they can apply their clinical skills. For 
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example, a new GC hired by a hospital may find herself working with both prenatal and 
metabolic patients. GCs can also work autonomously or as a part of a GC-physician team. 
Again, they claim that their flexible training format allows for room in which they can 
negotiate their function and position on a healthcare team.  
 GCs see their work as important and necessary, but it is only recognized in 
roughly 1/7 of the world’s countries. In the US, GCs fight for recognition of their 
profession and for authority over counseling patients about genetic disease and 
inheritance patterns, but in other parts of the world, their job is easily undertaken by 
physicians, nurses, matchmakers, and others. Figure 1, below, shows the countries with 
GCs as a recognized profession. Table 1, below, outlines the location and characteristics 
of GC training programs in the United States of America, the country with the largest 








Countries marked in green recognize GCs as professionals who can practice in healthcare 
settings. Note that the highest density of GCs is in the US, Canada, and the UK. Figure 




The Beginning of a Society 
In an effort to address the ethical ambiguity of many medical genetics situations, 
Sheldon Clark Reed, in 1947, coined the term “genetic counseling” and, in 1955, 
published the book Counseling in Medical Genetics. Knowledge of genetic disorders 
grew and, when medical genetics was introduced as a specialty in the 1960s, genetic 
counseling became a symbol for clinical genetics (Heimler 1997; Lynch, Mulcahy, and 
Krush 1973). The field became more medicalized and training programs started to 
form.  After genetic counseling became a career with training programs that produced 
professionals, the field recognized that it needed to expand to include some kind of 
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governing bodies in order to regulate who could lay claim to the title “genetic counselor.” 
The desire for credibility naturally led practitioners to use biomedicine as a paradigm. 
Shortly after the first schools opened, the National Society for Genetic Counselors was 
founded as a professional organization for GCs in 1979. It aims to serve as a body of 
collective knowledge for the field as well as a group that encourages expanding the field, 
building professional bonds through networking and providing materials that can lead to 
professional development (Heimler 1997).  
Most GC students attend the annual NSGC conference, which brings GCs from 
across the country together. Students are welcome and have their own special interest 
groups, but they are also able to participate in the sessions offered for certified GCs, 
which can help students decide which subfield they fit best in. For most students, the 
NSGC conference is a time to network and build connections with students and GCs from 
other parts of the country--especially if the student is hoping to leave the region of the 
country in which she earned her degree (National Society of Genetic Counselors 2020a).  
After a student graduates, they sit for Board exams, which assess their capabilities 
in practical skills, knowledge base, and ethics. If the graduates are deemed 
knowledgeable, they are titled a “Certified Genetic Counselor” and are able to style 
themselves as “MS, CGC” In some states, CGCs are called Licensed Genetic Counselors 
and are abbreviated “LGC” (National Society of Genetic Counselors 2020b). In some 
states, where licensure laws for GCs have been passed, some CGCs choose to add to their 





Professionalism and Ethics 
I have found most definitions of professionalism to focus on two main points. 
First, genetic counselors are counselors. They take the psychosocial aspects of their jobs 
very seriously and are trained to care for their patients. This seems to set them apart from 
most other professions in health care. Truly, the genetic counselors take this to heart and 
pride themselves on being able to quite literally “take care” of their patients. For them, 
this ability to care and to apply relationship-based ethical decision-making concepts 
(called “care ethics”) to patients’ situations seems crucial (Shaw and Armin 2011; 
Murtagh and Hepworth 2003; National Society of Genetic Counselors 2017). GCs seem 
to develop individual codes of ethics—especially when reconciling clinical happenings 
with their own personal and religious beliefs—while following the codes of ethics from 
their organizing bodies of professionalism. In this way, GCs serve as moral 
experimenters who adeptly navigate ethically ambiguous situations regularly. 
Many GCs, however, emphasize on the fact that they are not crisis counselors. For 
severe mental trauma or chronic care, they refer patients to mental health counselors. 
Even so, GCs, as members of their professional organizations, adhere to strict codes of 
ethics which dictate how much personal information they should disclose to their patients 
and that that they should be responsible for their own “physical and emotional health as it 
impacts their professional judgement and performance, including seeking professional 
support, as needed” (National Society of Genetic Counselors 2017).  
The second point of professionalism for genetic counselors focuses on the 
personal-private dichotomy genetic counselors experience. For counselors, being allowed 
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to care in their work is a blessing but can also be draining and lead to feelings of 
becoming overly attached to certain patients. Many discussions with genetic counselors 
focus on counselors saying they need to take care of themselves in order to take care of 
others, especially when conversations with patients can lead to actions like the 
termination of a pregnancy.  
This public-private balance seems to be the backbone of genetic counseling. The 
counselors are experts in counseling and in genetic knowledge. They are able to stake a 
claim in hard science and psychosocial worlds, although they often verbalize that they do 
not feel totally accepted in either. For them, life is seen through a lens of care ethics, 
where every situation is a gray area that needs to be dissected and analyzed through the 
lens of a patient’s values for total understanding.  
 
A Professional Space, Carved Out 
Genetic counseling programs were established with the hopes of creating an 
environment that would allow people to learn how to better help patients encounter 
medical information. The concept of carving out a space in healthcare is equally 
important in the formation of professional identities. As Abbott mentions, members of a 
profession focus on the work they do and control over tasks (Abbott 1988). In the case of 
genetic counselors, people who want to make a profession need to make sure they have a 
handle on how they want to train others who wish to enter the field, what content should 
be required and retained to be a functioning member or initiate to the field, and who has 
	
20 
access to that knowledge overall. For GCs, carving out a space in healthcare is a 
necessary process that is very much still in progress.  
Even today, many physicians and other healthcare providers do not recognize the 
authority GCs have in clinic. A bill was sent to Congress asking for an expansion in 
authority for GCs to order their own testing. For GCs, this means a status upgrade 
allowing for them to become billable providers in their own rights. For hospitals, this 
would reduce the costs of the same tests that are being ordered simply because GCs 
“cost” less than physicians. But training processes are the flower garden bed of where 
this experience of carving out a niche is seen a lot. The way the students are taught is 
reflective of what the field values (National Society of Genetic Counselors 2019; “Access 
to Genetic Counselor Services Act of 2019” 2019).  
Similarly, the information students are expected is an explicit demonstration of 
knowledge the field prioritizes. The fact that many students are not expected to memorize 
every little detail but are instead taught how to actively search for information they need 
seems to be a great example of the fact that GCs are not as competitive as doctors in the 
rigor of their programs. Rather, GCs are expected to become expert researchers who can 
translate information to their patients rather than people who can just recite information 
back to patients from rote memory. Other aspects of professionalization include some 
sort of control over who maintains access to the profession over time. For example, 
genetic counselor training programs have an accreditation body, the Accreditation 
Council for Genetic Counseling (ACGC), which allows them to train genetic counselors, 
who have another certification body, the American Board of Genetic Counseling 
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(ABGC), which allows GCs to put CGC behind their name after they pass their board 
exams. Their professional organization, the National Society of Genetic Counselors 
(NSGC), is an organization that aims to provide GCs with opportunities to connect and 
build relationships while solving problems in their communities. The NSGC has special 
interest groups that allow GCs with special interest in certain subject areas to take deeper 
looks into problems in society that affect people’s lives in myriad ways. These problems 
can also affect the ways in which GCs interact with their patients, thus affecting the 
quality and effectiveness of GC sessions. 
 
Division of Interest 
Even with the three major subspecialties, GC is expanding into many new areas of 
interest. For many GCs, metabolic disorders, neurological disorders, rare diseases, or lab 
interests swallow their attention. It is now not uncommon to hear of GCs specializing in 
rare metabolic disorders or becoming researchers who focus on learning as much as they 
can about rare diseases that only affect one or two people in an entire country. Patients 
may be happy to learn more about a chronic ailment that has been causing them stress 
and pain, to learn the name of their diagnosis, and means for treatment. They want to 
make sure patients are armed with knowledge so they can make the best decisions for 
themselves in making healthcare choices that affect that patient and possibly generations 
of people on either side of the patient who is actively seeking counseling from the GC. 
Many GCs are also choosing to enter research labs where they consent patients for 
longitudinal and other studies. For many of the GCs, this is a great way to skip the hectic 
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life of clinic while still having face-to-face experience with patients or people who are 
experiencing and undergoing medical treatment. Most times, GCs are reminded of how 
important their roles are when people (scientists, etc.) are excited to put a name to a face 
(or a patient face and details to a gene that is studied in the laboratory). For the scientists, 
the world of the GC where patients are in near constant rotation is novel and strange. 
Even today, many nurses and doctors act as genetic counselors and, sometimes, 
GCs will work alongside physicians. For example, one of the three big specialties for 
GCs to go into is pediatrics. This specialty often involves diagnosing patients are between 
one month and 18 years old, so genetics appointments often include physician 
examinations. While the doctor conducts a physical examination, something the GC does 
not train for, the GC will take family history and ask more questions about the patient, 
symptoms, and other factors involved in a diagnosis. Other specialties for GCs include 
the other two big categories, prenatal and oncology. 
In prenatal, GCs sit down with patients and discuss inheritance patterns of some 
diseases, risk factors for others, and the risk of the couple who are having a child. 
Sometimes, couples will come in before they get pregnant as a precautionary measure 
because they want to ensure the best chances of having a healthy child. Most times, the 
couples know already that they have familial risks of genetic disorders. In many other 
cases, patients come to the GC to discuss an ongoing pregnancy. In many of these 
instances, measurements or preliminary screens (i.e. ultrasound, blood screening, etc.) are 
completed prior to the GC appointment and are cause for concern. GCs are then offer 
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themselves as consulting specialists in case the patients wish to discuss risk factors in 
further depth or if they wish to pursue genetic testing. 
The third major specialty of genetic counselors focuses on oncology, where 
patients and GCs discuss cancer and its risks. Oncological GCs will often talk to patients 
about their cancer risk based on risk factors in their personal lives and in their family 
histories. For many patients, a family history of cancer is of major concern. In these 
cases, GCs can act as sounding boards for their patients. They can offer testing to those 
who qualify, talk about which kinds of testing are most appropriate for each patient who 
is eligible, and help the patient prepare for the results of the testing. Oncology is truly 
where GCs highlight the “genetics is a family affair” situation because they see just how 
much cancer can ravage a family. They know that daughters of a woman with breast 
cancer at age 30 may have an elevated risk. They can suggest testing and the disclosure 
of results to those family members to better look after the health of more than just their 
patient. For many cancer GCs, entire families are their patients—many individual 
patients who share their results with family members will send family members back to 
the GC to take care of them and to learn more about their family’s health. 
 
Theoretical Frameworks 
So how does a profession that has framed itself as in-between science and social 
work navigate imbalanced power when larger structures intend to block their campaign 
for autonomy? GCs are professionals, just as much as the nascent and eager students will 
soon become professionals. The formative years of the education provided by genetic 
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counselor training programs creates a nurturing environment where students interact 
with professionals through the process of enculturation. However, in a field that relies so 
heavily on distinguishing itself from other non-GC healthcare specialists, GC students 
enter an amorphous phase of not-quite-professional and not-quite-layperson status. 
 
Enculturation, Socialization, and Acculturation 
This work focuses on the theories of socialization, acculturation, and 
enculturation, which describes the ways in which people adopt new cultures and, thus, 
ways of behavior. Socialization typically serves as an overlying term that describes the 
ways in which people learn to behave (and belong with others). The original definition of 
acculturation describes “phenomena which result when groups of individuals having 
different cultures come into continuous first-hand contact, with subsequent changes in the 
original culture patterns of either or both groups” (Redfield, Linton, and Herskovits 1936, 
149).  
Another author describes acculturation as the “extent to which people are 
participating in the cultural norms of the dominant group while maintaining the norms of 
their original culture” (Kim and Alamilla 2017, 28). Enculturation, on the other hand, can 
be seen as some to be a complimentary form of socialization in which people learn their 
own, or native, cultures. It is widely defined as the process of learning the characteristics 
and norms of a cultural group (Kim and Alamilla 2017). However, many scholars 
disagree about what aspects of enculturation can be measured or should be used to assess 
the level to which someone has become enculturated.  
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These definitions of acculturation and enculturation become entangled when 
applied to genetic counseling because GCs undergo extensive enculturation to become 
professionals in the dominant culture of medicine. So, these two terms that seem to 
compliment themselves apply directly to the lives of students as they study and learn how 
to live and work in biomedicine. They adopt their native graduate clinical culture of 
genetic counseling—which they separate from the rest of the field of medicine—while 
learning how to embrace their own culture in the face of adversity and opposition from 
the dominant culture of physicians in biomedicine (Kim and Alamilla 2017). They rarely 
perform physical examinations but instead are enculturated to get around the problem by 
talking and eliciting information from the patient, the patient’s chart, and context clues. 
 
Biomedical Enculturation 
 Enculturation for those within the confines of biomedicine necessarily takes on a 
different tone, usually colored by the concept of competence. Biomedicine is “a complex 
cultural historical construction with a consistent set of internal beliefs, rules, and 
practices” (Gaines and Davis-Floyd 2004, 96). It “reproduces itself” through hands-on 
learning, mentor-mentee relationships, and by convincing its members that it is science-
based and becomes the pinnacle of what a profession can be (Gaines and Davis-Floyd 
2004; Barnes 2003, 263–64).  
Physicians, the top of the biomedical hierarchy, are trained to the “highest 
standards of medical competence,” thus sparking changes within every kind of medical 
education to produce professionally competent graduates (Good 1995b, 2). Physicians are 
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trained under grueling, evidence-based clinical initiatives, exams, and practicums. The 
image of a good physician is male, and most textbooks tend to phrase things in such a 
way that male doctors are seen as the pinnacle of objective, research-based clinical care 
(Good 1995b; Martin 2001).  
However, the construct of competence does not seem easily—or equally—applied 
to every profession that falls within the clutches of biomedicine. Professionalization is 
necessary for members of a field, like genetic counseling, to be successful and “secure a 
place for themselves in the medical landscape,” but they are predominantly female and 
take pride in the distinctions they make between themselves and physicians (Barnes 
2003, 262). Even so, the mandates set forth by their accreditation bodies require that 
students’ education mirror those of medical doctors: board exams, clinical hours, research 
projects, and certification.  
We see biomedicine as the standard by which all other fields must face judgment 
and accountability, even if it means losing important aspects of the field that mean so 
much to them (Barnes 2003). But, for GCs, sacrificing some autonomy in their own 
practice may make returns in their recognition by medical doctors as a valuable 
profession full of people who help patients. Ultimately, the process of GC enculturation 
must fit within the parameters of the biomedical world in which it lives in order for GCs 






Turner, Van Gennep, and Ritualized Process 
The process of enculturation for GCs takes occurs in the structure of Turner’s 
concept of rites of passage, which he describes as having three parts—separation, 
liminality, and integration (Turner 1969). Rites of passage exist as a form of transition, 
where people are transformed from one identity to another. In this transitive state, 
everyone lives in “communitas,” or a structureless society based on equality and 
solidarity as a whole (Turner 1990). Turner and Van Gennep both describe this as the 
time where transition occurs, thus allowing someone to be incorporated back into society 
with their new identity (Turner 1969; 1990; Thomassen 2016; Field and Morgan-Klein, 
n.d.).  
During this stage, Turner claims that the “liminal realm” bears little resemblance 
to both the stages preceding and succeeding it (Gazit 2018, 269). Typically, those within 
this states dress unassumingly, talk little, and are not recognized as having any status 
(Turner 1969). For this reason, the term “liminoid,” meaning “liminal-like” seems to 
more accurately describe the experiences of the students because it implies that students 
have the choice to enter and pay for the program (they are not obligated to do so), they do 
not lose their intellectual capital or status (and gradually build status as they continue 
their education), that they maintain individual experiences of education throughout their 
entire time in graduate school, and that each GC training program has a different 
curriculum as long as it retains accreditation from the ACGC (Turner 1974; Accreditation 
Council for Genetic Counseling 2020; Turner 1990).  
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Van Gennep’s approach to social theory melds together “biology and 
cosmology,” making his interdisciplinary approach to theory most appropriate for genetic 
counseling, a field that distinguishes itself field that identify as exclusively scientific or 
psychosocial (Hochner 2018). Van Gennep’s model uses ritualized process as impetus for 
rhythm, motion, and the basis of dynamic social life in community, rather than lawful and 
deterministic (Hochner 2018; Gazit 2018). This seems to correlate with the ways GCs see 
the world, where genes are a major factor in the way people experience the world, but 
that they do not determine everything about who a person becomes. 
The word “ritual” typically carries religious undertones when in discussion with 
Turner and Van Gennep, so shifting to the term “ritualized” seems to more appropriately 
encapsulate the experience of GCs who are not enculturated in an inherently religious 
space but who do encounter difficult moral decision-making (Turner 1969; Mattingly 
2014). Similarly, other theorists posit that ritualized processes for women differ 
significantly from those for men.  
Instead of total separation from their initial populations and then a stripping down 
of identity and body like men may experience, women might instead be “cocooned” and 
transformed through a kind of “metamorphosis” where they are actively “molded” into 
the images of true womanhood that are expected for them (Bell 1997, 56; Turner 1969). 
After her periods of separation and transitions are over, she then re-enters society as an 
adult woman who will be forever known as her new role. This second, gentler process 
seems more similar to the experiences of GC students, who are not totally separated from 
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their families or society and who do not experience a breaking down of their bodies and 
minds.  
Rather, they build off the knowledge they attained as undergraduates to become 
better and earn new identities (Bell 1997). Their process of enculturation then, is a 
gradual building of competencies which allow them to transition to the new identities 
they have earned. Bell’s critique seems especially pertinent to the field of genetic 
counseling, which is predominantly composed of females in its workforce, who pride 
themselves on being well-practiced at listening and connecting with their patients as they 
experience potentially traumatic phases in their lives. Those working as genetic 
counselors, even if they are not female, are urged to connect with their patients on deep, 
intimate levels through the use of psychosocial skills, which build off of previously 
attained scientific knowledge.  
Students describe graduate school as a way to bring their different forms of 
knowledge together into a deliverable package in clinic. Similarly, the GC Program 
shows interest in maintaining the identities students had before they entered the program. 
The director makes sure to match new students in her program with activities in the city. 
Do you like to ice skate? Why stop? There are rinks available for you to practice, or 
children who need instructors. Do you paint? Sing? Dance? There are ways for you to “be 
yourself” while undergoing this transformative process. The director expects students to 
bring their unique interests and qualities into their work so they can connect with people 
in ways other providers cannot. The theoretical frameworks described above lay the basis 
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Hunting the Hunters 
 
“We should be able to find something to fit your interests.” 
The words flash across my laptop’s screen and my eyes focus on the last word. 
Interests. My interests are all over the place, and I have scoured the city to find an 
internship that allows me to merge my interests in genetics and reproductive 
anthropology. Finally, a response came through with a promising headline: “Possible 
Internship?” I hoped I might finally find what I looked for. 
As a young girl, medicine was my primary fascination. I wanted to be a doctor. I 
wanted to master science and its applications to the human body. I fondly remember 
summer days of my youth when my mother lovingly laid out a picnic blanket in our 
backyard. An X-ray technologist, she encouraged my sister and me to dance as we recited 
bones in the human body. Femur. Mandible. Bony Nasal Septum. To this day, each word 
feels like a nugget of knowledge that is just slightly out of my reach. I savor wrapping my 
mouth around the sounds as they leave my mouth. I relish the pops of “p”s, which leave 
me especially satisfied. Patella. Metacarppppppals. Delicious. The mysterious sounds 
still force me to meditate on how much I have yet to learn about the bewildering nature of 
humanity. 
 
Medical Education and A Developed Interest in Genetic Counseling 
As time went by, my fascination with biology continued. The summers of 
maternally guided bone exploration transformed me into an inquisitive high schooler who 
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took advanced science courses as often as possible. My high school’s freshman year 
general science course taught me how to measure the volume of irregular solids by the 
displacement of water, which spiraled me into a mad scientist who queried how much 
water every object around me shifts when placed in water. Science is everywhere, and I 
dreamed of how my love of science could manifest itself in a career. 
Surely, I thought, there must be some way for me to do science every day.   
I decided to become a doctor. My focus was to serve as a physician in rural China 
who would bring the life-giving efforts of medicine to people who do not otherwise have 
access. To reach this goal, I routinely scoured the internet for opportunities that would 
allow me to partake in Medical Education Days hosted by local hospitals for area high 
schoolers. One particularly fruitful search informed me that a local hospital planned to 
host such an event. I signed up for the event and could not contain my excitement for the 
rest of the week. 
 
Encounters with Hunters 
When the day arrived, I emanated excitement and felt pride as I peeled my 
nametag off the sheet. I was important with my name plastered to my shirt for the 
medical personnel to see. I would learn all I could about medicine and the many ways it 
shapes patients’ lives. Halfway through the all-day event, I decided to attend a session for 
a profession entirely new to me: genetic counseling. The terms were familiar to me, but I 
had never heard of them combined before. I sat down with my peers in the dimly lit 
room. Long, slender tables, each with chairs lining one side so everyone could face the 
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front, filled the room three rows deep. Each student, notebook open, searched the room 
for the genetic counselor with the hopes of answering looming questions. Who was this 
person? Were they a man or a woman? What did they do? An air of eagerness permeated 
the room as we waited, and then waited some more. 
The door opened, a petite, neat woman casually walked to the front of the room. 
She languidly limped as if her hips had been causing her trouble all her life. She stopped 
walking and poised herself in front of the projector to arrange her presentation when I 
noticed her hips and shoulders were not aligned with one another. She introduced herself 
and described her work at the hospital as a genetic counselor, often abbreviated as GC, as 
well as how she daily explains the genetic basis of disease to patients and their families. 
She recounted her personal experience of chronic illness and genetic disease; this, she 
explained, was her gateway to engaging families in discussions of disability in which 
they may otherwise never partake. Introductions concluded, she began her presentation 
and I sat, enraptured, through the half-hour long lecture. Upon its close, I had one 
thought: How can I do this someday? The plotting began.  
I pursued my assumed career in healthcare into college and became even further 
interested in topics like molecular genetics, cellular biology, and biochemistry. I faced 
new challenges and grappled with the social implications of science--a phenomenon I 
attribute to ethics classes. My interests and career goals fundamentally align with medical 
anthropology, so I chose not to pursue genetic counseling as a career for myself; 
however, my ardent fascination of genetic counseling as a field for anthropological study 
has not diminished.  A week-long internship in college through a well-known genetic 
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counseling program corroborated this hunch by providing me with the opportunity to 
learn from guest speakers who acquainted me with discourses surrounding disability 




Upon my arrival in graduate school, I naively imagined my thesis would center on 
the intersection of reproductive and genetic healthcare by focusing on prenatal genetic 
testing. Discussions with my advisors shifted my focus away from prenatal genetics and 
into the professionalization, enculturation, and socialization of biomedical professionals. 
Boston, a city of over 150,000 students, offers undergraduate, graduate, and professional 
degrees through over 35 colleges and universities in the metropolitan area (Meade et al. 
2011). Massachusetts is also a densely populated state regarding genetic counseling 
programs, as it contains four programs; three of these programs are in the Boston 
metropolitan area (Accreditation Council for Genetic Counseling 2020). Therefore, the 
environment of the northeast US offered me a great opportunity to find an internship with 
a GC Program in Boston. 
Fully committed to the idea of working with a genetic counseling program to 
better understand the field’s subculture within medicine, I reached out to a program 
director I will call Susan. Soon after our email conversations began, she responded with a 
reassuring message that promised me her support: "We should be able to find something 




 As a requirement for graduation, the Medical Anthropology and Cross-Cultural 
Practice (MACCP) program at Boston University requires its students to engage in a 
service-learning internship program (SLIP), which allows students to develop 
relationships with members of their future study populations. These relationships also 
allow for student interns to cooperate with their sites to formulate research questions that 
emerge from community members. With collaboration as a focus between researchers 
and study populations, projects produced through this collective brainstorming process 
can become mutually beneficial. 
 
Anonymous Hunters in the Wild 
 My SLIP placement occurred on-site with a genetic counselor training program in 
the northeast United States. To maintain the anonymity of my informants, I refer to the 
Genetic Counseling Program as “the GC Program” and have changed all the names that 
appear throughout my work. The preservation of anonymity I employ exists to protect 
GC students, who are soon-to-be professionals in potentially patient-facing roles. Any 
disclosure of their personal information may leave them vulnerable in future clinical 
interactions. 
The two-year GC Program eagerly offers clinical rotations, skills-center 
workshops, guest speakers, and a Capstone opportunity for its students. While the 
Program offers experiences This program specifically prides itself on the camaraderie its 
students have with one another and the program’s alumni, who support the students 
throughout their time in graduate school. Many students have pointed out to me how 
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special the relationships among their peers is when compared to the relationships among 
students of other schools. 
 
Becoming a Hunter 
 My first attempt to find the GC Program director’s office was a failure. Susan 
provided me with detailed instructions of where I might find her, but after following them 
step-by-step, I found myself in a hallway lined with research laboratories. Fluorescent 
lights overhead reluctantly flickered and reflected a yellow-blue hue off the dingy white 
walls. Tiles once white now yellowed and displayed years of wear through chips and 
cracks. Anxious from tardiness, my head spun. I must be in the wrong area of the 
building. More accurately, I must be in the wrong building. I turned back down the 
hallway and walked to the main lobby area to collect my thoughts. After all, clinical 
professional training programs do not belong in research wings. 
   Later, I learned the hallway housed research laboratories and the GC Program. 
The Program’s physical positioning among wet labs influences my perception of the GC 
Program each time I encounter its students and faculty. My initial meeting with Susan 
was productive, and we agreed that my position with the program would involve 
participation in a weekly seminar class in which students discuss journal articles, listen to 
guest lectures, and present their internship experiences to their peers. Ecstatic, I felt 
welcome in the program and am grateful to have full, uninhibited access to the GCs. The 
informal class setting allowed me to gain a picture of how GCs view themselves within 
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the broader picture of healthcare, thus encouraging me further in my goals of studying 
GC enculturation and socialization. 
I know GC students well on personal and professional levels. Our connections are 
based on a shared interest in genetics. Faculty members, staff, and students of the GC 
program are open, welcoming, and willing to help with whatever I need. They encourage 
me to work hard and support me however they can with my research. When I mention my 
research project, GC students jump at opportunities to help me. Do I need access to GC 
materials? Do I need informants for interviews? Do I need a refresher on the mechanics 
of the CRISPR-Cas 9 complex? The GC Program supports my endeavors, but I find 
myself reminding my new friends that I am not grading them.  
Even so, students asked me questions that implied suspicion towards my motives: 
“Did you hear something that made you think we didn't know we were talking about?” 
“Are you just here because you want to write something down?” “Do you actually find 
genetic counseling interesting?” Many students also seemed to struggle with the thought 
that someone who was not a genetic counselor could be interested in learning more about 
their field and them. But shortly after my introduction to their class, they learned that I 
am someone interested in learning more about them and who hopes to expand the body of 
knowledge about their field. 
 
Research Design and Methods 
My unfettered welcome into the GC Program allows me to outline what my 
research would look like early on. My horizons broadened when I attended social and 
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educational events with the students, and I’m grateful for how much they let me into their 
worlds. I reciprocate their kindness through assisting students with qualitative research 
when they need it and, from our interactions, I formulated a research plan in which I 
conducted semi-structured interviews paired with participant observation, application 
analysis, and member checking to gather data about GC enculturation. Since genetic 
counseling is typically a clinical profession, I was unable to shadow in clinic. The 
requirements of my program, as a non-clinical program, mean that I have to jump through 
many loopholes in order to shadow at any of the hospitals. 
 
IRB: Ethical Considerations of the Hunt 
Once I had my main study design down, I began the IRB submission process. It 
took me about two weeks to compile the necessary documentation, interview guides, and 
recruitment materials into the submission. When I received word back two weeks after 
my initial submission, I was told I had to make a few minor changes. Some of my initial 
interview guide’s questions could have led GCs to share HIPAA protected information 
with me; a small change in wording satisfied both my research objectives and the 




 Each time I sat down with an informant, I followed my semi-structured interview 
guide geared towards my person of interest’s demographic group (student, faculty, or 
	
39 
alumni). I maintained a conversational tone to reflect my informal relationships with my 
informants, referring to my more formally worded interview guide only to ensure I had 
covered all subject matter. The questions I asked each subject varied: for some students, a 
focus on diversity seemed important; for others, a conversation about professional 
advancement of GCs in healthcare was the primary focus. As my research progressed, my 
formal interview guides changed to reflect new situations, opinions, and theories I 
learned to recognize (Creswell and Creswell 2018; Patton 2002).  Each interview left me 
feeling physically and emotionally exhausted, but with a deeper respect for the profession 
that has invited me to witness its innermost workings. 
 
Interviews 
On the day of my first interview, I was nervous. I thought my inexperience as a 
researcher would be apparent to Anya, my first informant. However, as Anya sat down 
across from me at the cafe table, I realized I had no cause for concern. Just moments 
before, she had waved at me as she entered the door. She seemed calm, collected, and 
ready to be interviewed. We settled into comfortable conversation and I was reminded of 
the aspects of her training that teach her how to make others feel accepted. She nodded 
along with questions I asked. Her voice was low and calm as she asked for clarification 
about questions she was not sure how to answer. 
Although the cafe was noisy (which I later learned interfered with my recording 
equipment), Anya was a great first interview because she allowed me to connect with her 
story and she didn't challenge my expertise in interviewing. At the end of the interview, 
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Anya reassured me that things had gone well. She said she felt special being interviewed, 
as she feels like an interrogator in clinic when she works with patients.  
 My research schedule continued without major incident; I met with subjects at 
locations of their choosing, most commonly cafes, to discuss their identities in genetic 
counseling. On one occasion, I scheduled an interview with Jennifer, a second-year GC 
student. She was excited to meet with me and mentioned it to one of her classmates, 
Kelsey.  A few minutes before our interview, Jennifer texted me and told me that one of 
her classmates, Kelsey, wanted to join us for lunch. When the two of them walked in, I 
could see that they enjoyed the time they had spent together earlier. Although I was 
nervous about interrupting their conversation and changing their dynamic, I calmly asked 
if they would prefer to do an interview together. In a moment of synchronicity, they 
looked at each other, looked at me, and nodded. Then they laughed. And so the three of 
us began, giving me confidence that I could interview more than one person at any given 
point in time and allowing them to use friendship as a tool in sharing their experiences. 
 
Hunter Profiles 
I conducted interviews over the summer months of 2019 and have included Table 
1 as a visual way of reflecting my informants’ demographics, especially since genetic 
counseling is a field dominated by women. Table 1 serves as a reminder that I sought 
interviews with non-female-identifying GCs and students to better learn about identities 









Relationship to Research 
1 Anya Female Second-year GC Student 
2 Michael Male First-year GC Student 
3 Alice Female Second-year GC Student 
4 Shay Female Second-year GC Student 
5 Jennifer and 
Kelsey 
Female Second-year GC Students 
6 Gigi Female First-year GC Student 
7 James Male First-year GC Student 
Leave of absence during second year 
8 Jordan Female First-year GC Student 
9 Mary Female Second-year Student 
10  Emily Female GC Program Alum 
Non-clinical GC 
11 Alex Non-binary GC Program Alum 
Clinical and Research GC 
12 Susan Female GC Program Director 
13 Dr. Harrison Female Geneticist 
Medical Director of GC Program 
14 Evie Female Community GC 
15 Shirley Female Staff of Community Genetic Outreach 
Program 
Figure 1 provides informant names, gender identities, and relationships to research. I 
have given all informants pseudonyms to protect their anonymity. Table courtesy of 






 I chose to interview genetic counseling students at GC Program through a 
combination of snowball, purposive, and representative sampling (Kristensen and Ravn 
2015; McLean and Campbell 2003; Creswell and Creswell 2018; Bernard 2018; Patton 
2002). When beginning recruitment, I first thought about what narratives of identity 
would be helpful to answering my questions. I knew I wanted to interview genetic 
counseling students because they are undergoing a process of enculturation, which is of 
primary interest to me. Students are relatively new to the field of genetic counseling, and 
as neophytes, are not yet fully enculturated.  
They recognize parts of their education they did not anticipate or were not aware 
of before matriculating. Furthermore, the students in the GC Program are the people I 
have gotten to know best simply because of my role in the Program and with my own 
positionality. As a graduate student, I am able to relate to the student aspects of their 
lives. They seem to feel connected with me simply because of our shared responsibilities 
and duties to coursework in our respective programs and universities.  
I label my recruitment for GC students “representative” because I interviewed any 
students in the program who were able to meet with me until I reached saturation 
(Creswell and Creswell 2018; Patton 2002). This means I interviewed a wide variety of 
people in the field and ended up getting just about an equal number of interviews 
between each of the two GC student cohorts. My sampling is also purposive because I 
made a point of reaching out to students from underrepresented identities and populations 
in the field first to see if I could meet with them and learn more about their experiences.  
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The field of genetic counseling recognizes a lack of diversity in its body and says 
it is making attempts to alleviate some of the unequal representation (Beeson 1997; 
Creswell and Creswell 2018). Due to the lack of diversity within the nationwide 
population of genetic counselors in the United States and due to my research occurring in 
a region of the country that holds a large number of GC programs, I feel as though my 
sample of student interviewees can be considered representative of many genetic 
counseling students' experiences.  
When looking at who else I would interview as a part of this study, I looked at the 
reasons I wanted to talk to GC students: they are experiencing transition and 
enculturation. I wondered who else had experienced transition as a genetic counselor and 
realized interviews with alumni could color the data I collect surrounding transition more 
vividly. Thus, I set out to recruit as many alumni as would speak with me. Having joined 
the GC students in class, I am on friendly terms with some of the alumni who came to 
class or served as guest speakers. I reached out to those with whom I am familiar and 
scheduled an interview with Emily. By the time we talked, however, I learned that her 
experiences, although fascinating and useful on both personal and research levels, did not 
diverge significantly from those of current students. Thus, I left Emily with the message 
that I would be happy to sit down with any of her alumni colleagues if they were also 
interested in talking with me but did not pursue the lead any further. 
Early in planning, I hoped to sit down with faculty and staff of the GC Program to 
see what I called “the other side” of the enculturation process. Rather than focusing on 
those being enculturated, I wanted to focus on those who were training them to be 
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professionals. Throughout the summer, I reached out to several faculty members who 
said they were busy with their clinical obligations, swamped with students shadowing for 
the summer, going on maternity leave, or that their unit was not receptive to non-clinical 
students shadowing because of immunization requirements. I realized that I had a good 
bit of data from my interactions with the GC Program faculty from my time sitting in on 
their classes as a student researcher, so I focused my energy on collecting student 
experiences (Creswell and Creswell 2018; Patton 2002).  
 
My Positionality 
My positionality as a researcher within a school of medicine but who is not affiliated with 
the GC Program leaves me feeling like an imposter. This can be a commonly held feeling 
among women in academia. Genetic counseling students repeatedly tell me, “You’re just 
like us!” This is true because I studied biology as an undergraduate, but it does not apply 
as strongly to what I do now as a qualitative researcher in medicine. Many times during 
conversations with GC students, they point out that I should become a genetic counselor 
because I know everything they learn after sitting in on their classes with them. One of 
the second-year students I did not interview joked with me that I was a “genetic 
counselor in training” and that she and one of her peers have a bet how long it will take 
until I matriculate into a GC training program. When she saw confusion flash across my 
face, she grew concerned and wondered why I was reacting the way I was. I told her she 
was actually a genetic counselor in training, so it seemed strange to me to hear her give 
me a title she held. She laughed and shrugged it off. 
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I struggle to maintain boundaries in research, especially when my informants have 
become my friends. I wish to let them know they can rely on me when they need help 
with qualitative research or when they want to share personal details with me, but my job 
is, fundamentally, to share their stories as a way of exploring their enculturation 
(Bourgois and Schonberg 2009; Berger 2015). This balance is tricky to maintain, but GCs 




Transcription and Coding 
 I transcribed each interview by hand from voice recordings on my phone and 
laptop. I utilized text-to-type software on Google, which provided me with the ability to 
transcribe material with few mistakes. Initially, I only transcribed salient parts of 
recorded interviews. This allowed me to dedicate time to reading and analysis. I 
transcribed additional sections of interviews as needed. After I finished transcribing, I 
open coded each interview and looked for details that stood out as important. I edited the 
codebook throughout the process and applied its codes again in a final round of closed 








As an additional component of my research, I analyzed applications submitted to 
the GC Program by applicants from years prior.  Each application represented a student 
who had either been given or refused an interview for admission to the Program. Per an 
agreement with Susan, I was not given any applications of students matriculated into the 
program. To blind myself to assumptions, I had Susan make a key of which applications 
had been granted interviews and which had not. Similar to how I coded interviews, I first 
used rounds of open coding to look for themes and to determine whether I thought the 
student was or was not offered an interview. Upon finishing my initial evaluation, I 
compared my judgments to the key to see if there were differences in how people who 
received interviews thought about genetic counseling, compared to those who had not. I 
then went through the interviews again, applying my codebook to the writings (Zhang 





Figure 2. Personal Essay Analysis 
 
 
Application showing the redacted name of an applicant. Essays analyzed are of 
applicants’ personal stories about how they encountered the field of genetic counseling, 
why they applied, and what they hope to accomplish in or after school. Image courtesy of 
Kailyn E. Sitter. 
 
 
Transition to Analysis 
Working closely with the GC Program has granted me with an insider perspective 
of their dynamic Program, which works to provide future GCs with an engaging 
education as active members of their field. I have served as an ambassador for medical 
anthropology while I learned about terminology within the field of genetics. I continue to 
work alongside students and faculty to better understand their experiences so that I can 
properly analyze all they have shared with me. It is now time to shift focus to the analysis 




First Steps to Hunterhood 
 
Figure 3. GC Timeline: Entrance into a Ritualized World 
 
 
This figure shows the timeline for applicants, students, and graduates of genetic 
counseling. In this analytical chapter, focus is put on the first portion, “Entering into a 
Ritualized World,” in which applicant self-selection, application submission, interviews, 
admission decisions, and Match Day are key ritualized experiences that allow applicants 




We talked for two hours and I cannot help but notice how much Anya recognized 
her own positionality within the field. Much of what we discussed centers around 
how she got into the field and how she got in touch with genetic counselors when 
she decided to learn more about the field. She shadowed before applying, and 
now that she is looking for a job, she seems especially reflective on what led her 
down this educational path. She talked fluidly, uninhibited by self-consciousness 
and unencumbered by the thought of talking with an outsider. I am surprised at 
how easily she has taken me along for her journey, even if just through 
storytelling. 
 




Building relationships with genetic counselors is fun because they are excited 
about the possibilities genetic research promises. They are also eager to learn more about 
everyone they come into contact with. Their profession is steeped in a deep history of 
sharing, and often they do not feel as though they are the ones sharing their stories. Much 
of their time is spent listening to their patients talk about their home lives, and many 
counselors face difficulty deciding what information about their own personal and 
professional lives is appropriate when up to discussion. Through analyzing GC’s 
experiences in relation to their education, I hope to examine the effects of biomedicine on 
the myriad identities students encounter throughout this formation. This first analytical 
chapter specifically aims to argue that genetic counseling students self-select to become 
people who undergo ritualized experiences as a means to enter into the liminoid space of 
GC students. This chapter will observe the first portion of the GC enculturation process, 
focusing on applicant self-selection, application development and submission, 
interviewing, and Match Day.  
Many times questions in interviews center on how they embody the profession, or 
plan to embody it once they are welcomed into the field officially. Deciding to apply to 
genetic counseling programs can be the most important step in the educational process 
because, without deciding to apply, they wouldn’t be able to become GCs in the first 
place. Many GCs and students recall having recognized their desire to become a GC for 
years before deciding to apply to the programs. The desire to become a GC stemmed 
from an interest in medicine, but not wanting to study to become a doctor or go to 
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graduate school for more than two years. One student describes the experience of 
choosing to apply to describe to genetic counseling programs: 
  
“I had always had this passion for genetics and being on the cutting edge of things 
and how something so small, like a single base pair, can impact your life and your 
health—and the life of those around you. And so I had originally wanted to go 
into research, to discover these genes and hope that my discoveries would help so 
many people, but I found that…it was more gratifying being the person talking to 
those patients about whatever it is. I felt like I could touch more families and help 





Students describe finally knowing that they want to enter a GC program as an 
important step of their education, mostly because they seem to recognize the components 
of genetic counseling that seemed the most important to the field in themselves. As many 
students put it, they were finally able to see in themselves a willingness to study science, 
a good-natured will to do good for others, and a desire for a balance that medicine as a 
career does not offer. Each student offers a unique perspective on the topic: 
 
“I’ve always known I wanted to go into the profession. I mean, it’s something I’m 
passionate about…communication. And I was just talking to my friend about this 
yesterday, but one of my professors in undergrad did this health literacy lecture 
and it was cool thinking about how it applies in a healthcare setting. Like in a 
doctor’s office, people fill out forms and they may be embarrassed to say that they 





For Anya, the field provides an opportunity to help patients who may not have other 




“I feel like it’s such a unique role to be able to provide that science on a very 
sophisticated level but then also be able to take a step back as two people just 
working on a problem, really the emotional parts. And just being able to set the 






One male student describes knowing (early on) that he wished to enter into the 
field of genetic counseling, even though his experiences on many other fronts are 
different simply because of his gender identity and expression. For example, Michael, a 
first-year GC Program student, reflects on how he stumbled across the field late into the 
application process. 
    This conceptualization of "goodness of fit"—commonly used in biostatistics and 
discourse surrounding medical data—is necessary for the student’s self-selection as a 
candidate for the enculturation process into medicine. Without this self-identification and 
selection, which are the first steps in the process, GCs would never enter school, could 
never enter into other stages of liminality and could never come out on the other side as 
full-fledged GCs.  
 
Application Building and Submission 
 Applications to GC programs offer unique insight into the lives of those who have 
self-selected. Each applicant submits their application with the hopes that they will be 
granted an interview and, ultimately, selected for admission into the program. Keeping in 
mind that none of the interviews I have seen belong to GC students in the GC Program 
with which I work, I noticed common themes emerging from the students. Each example 
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includes three major points: the applicant’s personal connection to the field of genetic 
counseling, their shadowing and crisis experience, and what they look forward to in the 
program to which they are applying. The application is often mentioned as the way 
students can stand out and brag about themselves, but many applications end up looking 
similar to one another simply because of the formula applicants are provided when they 
learn how to write their application essays.  
 Many students are told to talk about what makes them unique, while highlighting 
the exposure they have to the field. They are similarly taught to feature the important 
pieces of their lives that will allow them to be worthy genetic counselors--especially 
since their unique positions in life will allow them to offer care that, in some way, their 
peers are unable to do. One member of Maps & Genes says: 
 
“I sincerely believe your age and life experiences are assets, don’t downplay 
them.  However, you will also have your own unique challenges.  Know what 
they are.  Determine how you will or have addressed them. Finally, GC training 
programs are very competitive. If you are not accepted the first time you apply, 
don’t give up.  Apply again.” 
 
Maps & Genes 
 
 
For each student, a personal connection to the field is necessary in order to apply, 
or at least to feel like a valid applicant for a competitive admissions process. This seems 
to be another form of self-selection, in which students accept information from those they 
shadow or hear about GC from and apply it to their own lives. What about them, 
specifically, makes them a good candidate for admission? What skills do they have that 
lend themselves to the field that other applicants may not? 
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The GRE As Identity-Challenging 
 Students bolster their applications by including many symbols of their readiness 
for graduate study. For many students, the GRE--or Graduate Record Examination--
forces students to pay for a four hour-long test during which they demonstrate their 
ability to succeed in graduate school. Most GC programs require the GRE, not the MCAT 
or any other graduate program entry exam. In recent years, a number of graduate 
programs within the division housing the GC Program have decided to drop the 
requirement for GRE scores in the application process.  
However, the GC Program stands firm in its preference for applicants to 
demonstrate through the GRE their abilities to think critically in analytical writing and 
verbal and quantitative reasoning. The Program may value the formality and distinctions 
this exam provides; they may also prefer how the GRE as a prerequisite for entrance into 
the program challenges the commitment of its applicants. However, this may serve to 
separate GC students from their medical counterparts simply because it is not the MCAT. 
GC students pride themselves on being members of the medical community, working in 
the same spaces and clinics and medical students. They pride themselves on 
understanding genetic information as well--if not better than--physicians, but they do not 
take the same graduate school entrance exams. As I will discuss later, this lack of 
complete assimilation into medicine forces GCs to stand out as providers who are distinct 
from physicians and may contribute to some of the challenges, they face with being 





Formulaic Construction of Applications and Qualifying Experiences 
 Other aspects of application building for prospective GCs seem to mirror 
application building premedical students experience: volunteering, shadowing, taking 
graduate-readiness or predictor exams, asking for letters of recommendation, and 
participating in interviews are all pieces of their application puzzle. For genetic 
counseling applicants, a symbolic formulation of intent to become a student, through 
which students demonstrate their dedication to becoming a member of the profession, 
appears. It follows a hierarchy, in which each succeeding criterion seems to be given less 
weight in the decision-making process for the GC Program. The formula, as depicted in 
Figure 2 below, describes how multiple factors, when discussed expertly by applicants, 
typically allow for an applicant to transition to an interviewee. 
 
Figure 4. Formula for Interview Invitation in Applications 
 
 
This image shows the four main themes found in applicants’ interviews that contribute to 
their receiving an invitation for interviews. Those who included all four of the criteria in 
effective ways were offered interviews, although none of the applications I analyzed 
belonged to applicants who matriculated into GC Program. Importantly, many of the 
criteria as depicted in the figure are listed as major points applicants should touch upon 




These criteria, if addressed adequately, seem typically to lead to the applicant 
being offered an interview, thus presenting the applicant with a closer look at what the 
idealized reality of an admissions offer looks like. Students who did not fill this formula 
were not offered interviews, perhaps because of their failure to address each of these 
criteria. It is seen as a ‘failure’ not to include all aspects of these criteria into application 
essays. 
Likewise, applicants’ negligence in addressing these concepts indicates their 
“unreadiness” to become a member of a profession that prides itself on having attentive, 
timely, dedicated professionals. Besides showing preparedness by addressing all four 
criteria, most applicants explained that genetic counseling is a field that allows them to 
merge their interests in human genetics and psychosocial aspects of human interactions. 
This reflects much of the reasoning current students use to explain why they are members 
of the field, even as neophytes. 
One interviewee describes a “Women, Health, and Medicine” course in their 
undergraduate studies in which they read the work of Rayna Rapp, which has allowed 
them to “[speak] to the awareness a counselor must have to their patient’s culture, 
upbringing, and education” in routine matters and dramatic, potentially dangerous 
procedures like amniocentesis (Applicant 24). If an applicant forgets to explain how they 
heard of the field, we call their reasoning for wanting to enter the field into question. We 
expect them to have a valid reason for wanting to become a member of a profession that 
values commitment from its professionals. How would they ever be able to respond if a 
patient or a prospective student asked them and they do not have a valid backstory? 
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Personal Experience with Genetics or Disability 
 Every application coded as “yes,” for having been offered an interview by the GC 
Program faculty mentioned having some kind of personal connection to genetics or 
disability. Usually, these concepts were joined through an applicant’s discussion of 
disability caused by genetic diseases. In many cases, applicants wrote about their own 
histories with genetics. 
 
“My education in genetics began when my identical twin brothers were born. As I 
witnessed two individuals develop from the same genome, I sought explanations 
for what made them so special, why the word clones could be applied to both my 





For many applicants, genetic healthcare factors into everyday life, whether the 
applicants have a genetic disease or twin siblings. For Applicant 2, having family 
members who are genetically identical goes even further, when her brothers’ “cloneness” 
of one another plays out onscreen in the Star Wars universe. Similar to Jurassic Park and 
GATTACA, Star Wars highlights the fascination people have with genes and their social 
effects. Another applicant found writing about an extended family member’s experiences, 
rather than those of someone in their immediate family, to be a better way of examining 
the daily effects of genetic disease.  
 
“My cousin has special needs. Her challenges manifest physically, through her 
diabetes and osteoporosis, and emotionally, where she can become easily 
frustrated and appear immature in stressful situations. I can’t help her with 
everything, but I have found that I can communicate with her and make her feel 
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more comfortably by carefully listening to her and understanding her perspective 





Applicant 16 discussed their father’s diagnosis of Fabry disease, which systematically 
affects organs and causes chronic pain, and how it launched their interest in human 
genetics: 
 
“...[M]y parents visited doctor after doctor, never receiving a conclusive answer 
to what was causing his symptoms or a way to cure them...Finding out he had a 





Still, others preferred to write about their medical experiences overall, not 
necessarily within the confines of disability or genetic healthcare discourse. These 
patients-turned-applicants had troubling interactions with healthcare professionals: 
 
“I remember leaving appointments overwhelmed with the unknown and 
suffocated by the feeling of being just another number in the doctor’s busy day 
with just another problem. But to me it was important; to me it was my life [...] 
Eventually, a doctor figured out that an IgG [Immunoglobulin G] deficiency was 
responsible for my reoccurring sicknesses. Now I get monthly IgG infusions, 





Perhaps those who wrote about their own illnesses and diseases that do not have 
genetic roots see applications as merely cathartic. They may see applications as a chance 
to talk about potentially traumatic—or at least life-changing—events and conditions with 
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people who are trained to care and understand the problems they face on a daily basis. 
More likely, though, is the possibility of their writing about their non-genetic medical 
conditions or conditions not yet linked to genetic causes as a way of connecting, in some 
way, to the populations they hope to serve when they are working as genetic counselors.  
They may hope to show that they want to connect with people on a purely human 
level. Is anything more human than bonding over a shared sense of pain and suffering or 
the joy that comes from finding a treatment or a long sought-after answer? This is where 
GC applicants may thrive, demonstrating their potential to care as an integral piece of 
their identity, which they will continue to develop and grow into as GC students. Writing 
about a phenomenon or personal experience can also be seen as a way to make it more 
real. Reflecting on past experiences and developing a rationale for having a deep interest 
in the field may allow applicants to ponder--and truly savor--what their future in genetic 
healthcare may look like. This reflects some of the ways anthropologists have theorized 
about how identities are formed through objective self-fashioning, in which outside 
scientific sources shape personal identity through the valuation of genetic identity 
(Kempner 2014). 
For Applicant 1, the discussion of IgG begins abruptly, signaling to the GCs 
reading her application that she is fluent in the language of morbidity because of her own 
experience. She assumes her readers have a high level of fluency in disease. Their 
discussions of non-genetic illness may also highlight structural problems within the field 
of medicine that genetic counselors intend to change. 
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Likewise, applicants who have self-selected themselves as persons who are not 
lay persons because of their desire and knowledge to enter the field has experiences 
related to shadowing or volunteering. For them, this may mean fully embracing the 
genetic models of themselves that grant them membership in the genetic club they so 
ardently desire to join.  
 
“For so many years, all I wanted was for a doctor to just give me thirty whole 
minutes. I wanted someone to sit down with me and explain what was going on, 
what all of these tests and diagnoses were. What would a positive test result 
mean? Why did I have to get another sinus surgery? But instead I was handed a 





The applicant expresses frustration, and the negative experience in their past radiates 
from their words on the page. They left this applicant wondering exactly what complex 
genetic information was saying, so they took it upon themselves to learn what they could 
to prevent other patients from experiencing the same thing they felt when they suffered 
from not receiving adequate care. Many GCs cite this as another main reason for joining 
the profession, thus allowing applicants to mention similar feelings to better identify with 
the professionals who will read their applications. These instances of “doctor-bashing” 
(or “physician-correction”) are not infrequent, but carefully and deliberately point to 
instances in which medicine has failed patients. 
These passages highlight the abilities of genetic counselors to fulfill desires 
patients have of what healthcare professionals, like GCs, can be when doctors cannot do 
them because they are so busy. Medical students, when submitting applications to 
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programs, cannot criticize or challenge what they have seen in the field, but genetic 
counseling students feel qualified to suggest changes to point out distinctions that make 
the field unique in the broader spectrum of biomedicine. 
 
Shadowing and Familiarity with Field 
 As noted in Applicant 1’s example above, a specific condition or coding for a 
disease conveys the patient’s trek through healthcare. These applicants, by utilizing 
stories of healthcare, stake a claim in the field that is uniquely theirs. No one else may 
experience IgG the same way, and not every potential genetic counselor has IgG. By 
explaining how they are unique, applicants follow the same structure that seems to negate 
their uniqueness. They must be more unique than their competitors. They must have the 
most experience with genetics or genetic disease, whether they suffer from illness or 
whether someone in their family has told them illness narratives.  
In this way, genetic counseling applicants and students self-select themselves as 
prospective members of the field, but are productions of structures within biomedicine 
that force their hand in decision-making and identity development by creating an 
imaginary life for themselves that they hope becomes a reality through training 
(Stevenson 2014; Schonberg and Bourgois 2009). One applicant mentioned their interest 
in becoming a GC after meeting a counselor at a research day: 
 
 
“From that moment, my interest only grew as I expanded my research and 
knowledge of Genetic Counselors. In order to better understand the field, I 
shadowed several Genetic Counselors. I was able to observe prenatal counseling 
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as well as cancer counseling in a variety of settings, ranging from small 





 The applicant demonstrates that they have put in the time and effort needed to 
become a GC by shadowing in myriad settings: this student has shadowed in multiple 
settings in which counselors can work. One shadowing session was not enough, so she 
took it upon herself to learn as much as possible about the field. This also shows just how 
much the applicant understands about how genetic counselors see the field: she 
understands the major branches of practice (prenatal, cancer, and pediatric genetics), a 
spectrum of the locations in which GCs can work (larger hospitals, small community 
clinics, and research settings), and that research is an integral part of being a GC. Many 
GC students describe the GC Program as giving them the skills to become “expert 
researchers” who do not know everything about every genetic disease, but learn the skills 
necessary to search for the information that can help their patients when the need arises. 
This applicant aligns herself with the field in such a way that may allow GCs to see 
themselves reflected in the applicant’s descriptions. 
 
Counseling, Crisis, or Mentor Experience 
 Besides showing familiarity, students must demonstrate ways in which they did 
not merely observe. They must show how much they have learned by participating in 
clinical or crisis situations. One applicant listed all how she has taken part in healthcare 
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and research, which perceived to be major ways genetic counselors can serve and 
contribute to their communities. 
 
“Working at [a clinic] has allowed me the opportunity to immerse myself in the 
world of genetic counseling. I have consented participants on the risks and 
benefits of enrolling in a whole genome sequencing trial, explained genetic 
concepts to parents of healthy and sick newborns, attended weekly meetings with 





 Applicant 27 explains the work they have put into shadowing and becoming 
engaged as a member of the field. The work listed in the quote above parallels much of 
the work GCs say they do and sounds like what genetic counseling assistants (GCAs) or 
GCs would do in the clinic. This applicant aligns herself with the field, perhaps to show 
the GCs are in charge of her admission a chance to see themselves reflected in her. 
Perhaps she is trying on a jacket, seeing if the profession is the right size and fit for her, 
even though she may never wear a white coat with her patients like doctors do. Now, if 
ever, would be the perfect time to withdraw her applications if she decided the field is not 
a good fit. She is ready to put herself in front of a jury who have the difficult task of 
finding separation among candidates.  
Interestingly, Applicant 27 mentions attending weekly meetings with leaders in 
genetics. Many applicants mention research, but do not directly address whether they 
have experience meeting with experts in the field who are not geneticists or genetic 
counselors. It is hard to tell if Applicant 27 means to say that she has worked with 
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prominent GCs or if she has talked with non-GCs who also serve the genetics 
community. 
 
Focus on Increase in Diversity 
 As the least important “criterion” in the formula in, an applicant’s focus on 
increasing diversity in the field is not mandatory for an applicant to receive an interview 
offer, but many authors mentioned issues of diversity when they talked about what they 
wanted to do in and after school. For some students, a focus on their background as a 
candidate coming from a “diverse background” seemed to highlight their interest in 
increasing representation within the field. One applicant recounts their exposure to health 
disparities from an early age: 
 
“I come from a Caribbean family, where I have witnessed the advantages of those 
who have [had] the disadvantages of those not having medical care impact 
individuals. Health disparities are an interest of mine and I hope to advocate 






 For Applicant 11, growing up in a disadvantaged geographic location exposed 
them to how unfairly healthcare can play out for some patients. Many applicants reflect 
on observations about how difficult is has been for them, their family members, or others 
in their community to access the healthcare they needed. Many, in doing this, also linked 
their observations of health disparities to “diverse factors” in their own identities that 
allow them to stand out from the rest of the applicant pool. For Applicant 11 wants 
	
64 
to broaden genetic counseling’s borders through offering testing and counseling to people 
who have less access. 
 
Invitation for Interview 
 As previously mentioned, those who followed the formula were almost always 
offered an interview. Some other applicants seemed to miss the important pieces of what 
they were saying. Rather than connecting the dots to illustrate why being a crisis 
counselor may have been important, some merely mention they have experience and 
move on to other concerns they have about why their credentials may not seem like the 
best fit for the field. Many students who did not receive interview offers and who did not 
have distracting spelling or grammar mistakes seemed to miss the mark in their answers. 
Some made blatant mistakes regarding what GCs do in clinic; others seemed to brag 
about their accomplishments in off putting ways. 
I also argue that a fifth, slightly less important criterion, exists: plans for during 
and after graduate education. While it may seem unfair to expect students to know what 
they want to do, many students who describe the courses of study they wished to follow 
while in school receive offers for interviews more so than applicants who did not mention 
the idea. Applicants are taught that GCs value practicality along with the recognition that 








Here, Susan has made notes on an applicant’s personal statement. Her jottings suggest the 
applicant is interested in kids and pediatric genetics. Susan has also scribbled out the 
name of the applicant’s city as a way of further deidentifying them for my analysis. A 
“yes” application, meaning the applicant was granted an interview, featuring the 
interviewee’s personal essay. In this paragraph, the applicant discusses what they 
witnessed when shadowing genetic counselors through their mentorships. The 
interviewee later says that “explain[ing] a variety of complex topics in layman’s terms” is 
something they also hope to do as a GC. Image courtesy of Kailyn E. Sitter. 
 
 
Here, the applicant has referenced their time spent tutoring a refugee family. 
Many applications follow similar formulas and language, where they reference their 
shadowing experiences in the clinic, volunteer experiences with different cultures or 
crisis counseling, and then personal connections with genetics. Many applicants also 
reference the distinct nature of genetic counseling, regarding the field’s ability to balance 
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psychosocial and scientific concepts, and its ability to spend time with patients. They 
posit these facts in opposition to the field of medicine, where doctors instead rush 
hurriedly between patients to see as many as they can.  
But, according to applicants, GCs are different. By including this information, this 
applicant has set herself apart as someone who has already self-identified herself as a 
worthy candidate for an interview. The reviewer has written “Kids” and “Pedi” on the 
page. Perhaps this reflects how the reviewer expects the applicant to flourish as a 
pediatric GC. Perhaps this is a marking, like a checklist, of what the interviewer has 
noted while reading. Whatever the markings mean, the applicant has made an impression 
on the reviewer. This applicant received an interview invitation, where she could further 
set herself apart as someone qualified to become a member of the field. 
Analyzing the interviews of GC program applicants has allowed me a glimpse 
into what they are told the field values before they become members of some standing—
especially because that initial standing is “student,” which by definition is someone still 
in training to become an independent member of the profession. By adopting a formulaic 
approach that involves “hitting” certain points or “checking” boxes that seem to matter to 
the training programs offering them interviews and, ultimately, admission into GC 
Program, the applicants are negotiating their self-selected identities on new levels. They 
also must convince GCs they are worthy candidates for admission, even if they do not 
fully understand the language or complex concepts found within genetic healthcare. 
I argue that the application submission stage concludes the self-selection process 
because, after this point, the students continue with the admissions process after selection 
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by faculty GCs. Otherwise, they face rejection and a note encouraging them to apply in 
the next cycle. Some will find more suitable careers, but others will apply for a few more 
cycles before receiving an offer of admission. With every step of this process, students 
must more fully adopt the persona of the GC. 
 
Hasty Decisions and Experiential Learning 
But for even more applicants, knowing "sooner" that the field was right for them 
wasn't possible. One first-year GC student notes that he did not apply to GC programs 
until shortly before the deadline. His hastily made decision was not something he foresaw 
but was also not something he broadcasted for fear of judgment. When discussing how, 
during interviews, he described how he wanted to go into the field to the genetic 
counselors who were interviewing him, he describes not knowing how to phrase it and 
not wanting to offend someone who has worked in the field for so long. 
His response to these experiences demonstrates an implicit understanding in genetic 
counseling that, if you are an applicant, you have knowledge of the field that other 
laypersons in society do not have. Applicants must shadow, find mentors by a GC—and 
show proof of this mentoring by letters of recommendation that you can use in 
applications and interviews. This is already a form of enculturation the students 
experience without knowing it. They must learn how to speak as a less coherent version 
of the fully trained genetic counselor. Similarly, they are less coherent versions of current 
students. Thus, an applicant, especially those offered interviews, are already enculturated 
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into the profession even though they do not have the necessary “permissions” to act as a 
full counselor. 
 Some genetic counseling applicants receive straightforward advice from program 
directors, genetic counselors, and students. Many of these applicants stick to the more 
traditional scripts when talking about the criteria programs look for in interviews. In most 
cases, the advice centers on an applicant’s professionalism and ability to blend into the 
clinical environments in which genetic counselors work. Some members of a website 
meant to help GC training program applicants, Maps & Genes, put it simply: 
 
“Be presentable, dress appropriately, maintain professional composure, take 
notes, and do not ask the current students questions about other schools’ interview 
process.”  
 
Maps & Genes 
 
 
 Other members write longer paragraphs detailing exactly what students may find 
to their advantage when sitting down for interviews. Whether the applicant talks with the 
program director, a faculty member, or a current student, members highlight the 
importance of proving why you are a good GC. This is seen as another chance for 
applicants to prove that they belong in a field after self-selecting themselves for the role 
of applicant. Applicants are encouraged to show passion and professionalism and they 
continue to strive for their goals of matriculating into a genetic counselor training 
program.  
 
“I would say that you should emphasize what draws you to the field of genetic 
counseling and why you believe you would be a good GC. Everyone who is being 
interviewed has already shown that they have the qualifications on paper, so you 
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don’t need to prove that you have those. Show the programs that are interviewing 
you that you are passionate, professional, and willing to put in the work.”  
 
Maps & Genes 
 
 
 Even further, GC students never seem to escape the cycle of applications because 
current students help select the next cohort of genetic counseling students. Their roles in 
peer selection help to form the profession and allow students to learn more about the 
direction their program can go--especially if applicants mention their goals for the future 
or any of their research interests. One student highlighted her interest in interview day, in 
which she played an integral role as a tour guide for new students around the campus. 
 
“I don’t know. I just love showing people around. I mean I’m outgoing so I don’t 
mind meeting new people and, let’s face it, I didn’t know where the bathroom was 
when I was here for my interview and that was hard. I didn’t expect to struggle 





Regardless of position, interview days offer important experiences for all 
involved. When prospective students become applicants or are offered an interview by a 
genetic counselor training program, their superiors expect them to have knowledge that 
many people in society do not have. This is why I claim the self-selection of students 
entering genetic counseling programs within the US is the first step in the rite of passage 
into becoming a genetic counselor, and as the first period of liminality students encounter 
on their journey to becoming genetic counselors. Turner describes ways in which people 




“The first is of society as a structured, differentiated, and often hierarchical 
system of politico-legal-economic positions with many types of evaluation, 
separating men in terms of “more” or “less.” The second, which emerges 
recognizably in the liminal period, is of society as an unstructured or 
rudimentarily structured and relatively undifferentiated comitatus, community, or 
even communion of equal individuals who submit together to the general 
authority of the ritual elders.” 
 
 (Turner 1990, 148) 
 
 
Biomedicine, the overlying structure within which GCs, students, and applicants 
must operate, follows one highly organized, hierarchical model. Turner’s concept of 
“communitas,” in which individuals exist in a shared space and identity with no hierarchy 
(Deflem 1991; Turner 1969). This seems to exist within genetic counseling programs.  
 
Competition 
Before I open the door to the familiar classroom, I peer through the top glass 
panel. Well-dressed people are spread thinly throughout the rows of tables facing 
the front of the room. 15 people must be in the room. 
 
Since I am observing them from behind, they cannot see me peek inside to 
double-check that I’ve arrived at the correct room. I notice a second-year GC 
Program student I know and decide to enter. I swing the heavy wooden door open 
and step inside the room. When the door hits the jamb, everyone turns to look at 
me. As the new entrant, I am scrutinized and I feel their eyes pore over my body.  
 
I can hear their minds moving quickly. Who is she? Is she an applicant? I don’t 
have plans to tell them who I am as a group, so I move to sit down at a table that 
has only one other interviewee. She looks at me through the corner of her eye and  
 
I take her look as the sign to introduce myself. “Hello, I say, my name is Kailyn. 
I’m a Medical Anthropology student and I’ve been sitting in with [GC Program] 
for the last year. I’m here today to learn how the interview days go. What’s your 
name?”  
 
She introduces herself as Meg, an applicant who is interested in the program--and 
has been for a while. The way she talks excitedly gives me the impression that she 
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is happy I’m not an applicant. I’m one less person in the room who is competition 
for her in this process.  
 
Field notes, Spring 2019 
 
 
On interview days, applicants seem aware they are guests. They hold maps. They 
get flimsy, paper folders and are herded by current students. They do not even know 
where the bathroom is. The GC Program wants to make their guests as comfortable as 
possible, but the guests seem acutely aware that they are impermanent…for the time 
being.  
But that changes once the interviewees transition to student status. Many—
especially by their second year of graduate school—are comfortable with faculty and 
adjunct faculty to the point of acting more as colleagues than as mentors and mentees. 
The faculty refer to their students as “future colleagues” and expect to maintain working 
relationships with them all. Similarly, the GC Program boasts a collaborative 
environment within its educational bounds, expecting cooperation and thoughtfulness 
from each student.  
Conversations are lighthearted, informal, and student voices are taken deeply into 
consideration during class. Students are held to the same standards as guest presenters 
(who are GCs) and faculty presentations. Students are also expected to participate at the 
annual NSGC conferences so that they can network, develop professional skills, and learn 





Rankings and Match Day 
Match Day, instituted in 2018, is a new experience for genetic counselors and GC 
training programs. It results from the need for more efficient matching between 
applicants and programs, who would suffer from the number of applicants offered 
multiple spots. The matching claims to be beneficial to students because it benefits them. 
Each student, upon completion of their interviews, ranks the programs where they 
interviewed; the programs drank the students, and the computer cross-references each 
list. Preference for ties goes to the student’s ranking.  
Programs seem happy with this new model because it allows them to fill their 
seats. This is important, since most programs have between 6 and 20 seats available each 
year In the past when students could hold seats at many programs while they decided 
which program they would attend; programs would risk filling their available seats with 
students lower on their list of preferences when the student holding multiple seats did not 
choose them. Now with the Match, programs and students match to their higher-ranked 
partners.  The first “matched” class matriculated in the Fall 2018 semester, so only the 
first-year students in my study experienced the matching process. Susan and her 
colleagues handpicked the second-year cohort because they seemed like a collaborative, 
cohesive group poised to learn well together. 
The Match Day brings with it a sense of excitement. Students seem excited to find 
out who their new classmates are and are especially eager to learn if their favorite people 
from interview days made it into the program. Everyone excitedly hurries around, 
enjoying the prospects of their new classmates and students. Susan attempts to figure out 
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mentor-mentee pairings as quickly as possible to allow for everyone to feel settled and 
welcomed. Even with all the effort Susan puts into making Match Day special, it does not 
compare to the experience of Math Day for medical students as they place with residency 
programs. Stories that seem like folklore float around the hallways of times faculty in the 
School of Medicine sat at the table with medical students as they learned they received a 
place in their first-choice program. The feelings of these medical students are not less 
important or deserved than those of the newly accepted genetic counseling students, but 





Being Disordered in a Liminoid Space 
 
Figure 6. GC Timeline: Transition through Training 
 
 
Part II of the timeline for GC enculturation demonstrates the key components of 
education, clinical life, and interpersonal expectations for the students. This period 
focuses on the bulk of their growth in professional knowledge and attitudes. Image 





Transition and Professional Encounters 
Transition into student identity carries many implications and responsibilities. For 
students in the GC Program, the daily ins and outs of clinic become all-consuming. 
Advocacy work and academic requirements dictate every moment of their lives on 
campus. The students quickly fall into a comfortable rhythm that lasts for the next two 
years. At the end of this grueling process, they work as genetic counselors who have put 
in the required amount of time in graduate school. 
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This chapter will argue that students in the GC Program experience a prolonged 
liminoid phase of development in which they learn skills and competencies of the genetic 
counseling profession within the structures of a medical school and clinic, ultimately 
enculturating them into medicine in conscious and unconscious ways. This liminoid 
phase serves as the second in the development of GC skills, competencies, and 
dispositions. They must experience it fully before transitioning into a wholly recognized 
identity as a genetic counselor. 
In this second stage, students experience matriculation, clinical field work, and 
interpersonal relationships with clinic and class members. During this stage, they develop 
skills and competencies that will carry them far into their professional lives, and truly, 
form the basis of their professional and personal identities as clinicians. For many 
students, this period of transition can be reach a peak when they serve as a case lead for 
the first time or when they encounter their first patient independently.  
 
Mentorship and Interstructural Situations 
During this liminoid phase in genetic counseling, which occurs during the training 
period, students act as researchers, scholars, and clinicians. The GC Program’s 
curriculum frames exactly this idealized version of its students, especially when 
encouraging them to take on cases independently. Many students reference the first times 
they worked in clinic unsupervised. For some, working independently was nothing 




“Yeah so we just kind of worked under our supervisors and they decided when we 
were ready for more. And I’ve had supervisors who just kind of look at you like 
“You know what to do, right?” and I’ll say I do and then they just kind of trust me 
to take the cases. So I’ll be getting supervised but I won’t have a supervisor in the 
room with me. It feels good to be in charge.”  
 
Field notes, April 2019 
 
 
For this student, being officially supervised was necessary for her to become a 
fully fledged GC; however, she had worked as a GC well before earning the degree, even 
if she existed as a liminoid student. Yet, the transition from status as a liminal other to 
that of an accepted professional is important and marked by ceremony. 
Their coursework focuses on the book learning of diseases and terminology so 
that the students know what to say when it comes time for them to complete their clinical 
rotations. And, throughout this time, faculty hold expectations that students will conduct 
original research reflecting what they have learned. Through their research, they must 
contribute significantly to the field. In this sense, their liminoid period involves a certain 
level of establishing authority (Purdy and Walker 2013; Accreditation Council for 
Genetic Counseling 2020).  
Amid attempting to finish my thesis work, I faced another conundrum of the GC 
students. Not explicitly trained in qualitative research, they reached out to me for help: 
 
Another notification flashes upon my desktop screen and I get a quick glimpse of 
the email’s heading: “Qualitative Data Question.” The sender, a student I met in 
her first year of graduate school, reached out to ask for my assistance with the 
analysis of her capstone survey data. Now in her second year of grad school, she 
does not feel like she has a strong background in qualitative research.  
 
Field notes, Fall 2020 
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Many of the students do not feel prepared to do their own qualitative research. 
Some have come from strictly quantitative backgrounds, while others prefer using 
surveys because they are easier to administer. Some just do not see the “appeal” of doing 
qualitative research, which seems less objective than bench science or some realistic 
measures of clinical improvements. I am impressed that she and her classmates have 
reached out for help when they do not know an answer or are uncertain how to proceed. 
To me, their willingness to ask for help shows an understanding that they cannot be 
experts in everything, and instead that they rely on interpersonal connections to complete 
much of the work they do. 
Some students come into the program with grandiose ideas for interviews and 
capstone research projects, but upon consulting their research committees, they find they 
can no longer conduct research about the topics they so desired. Many of the students’ 
committees consist of GCs, who closely monitor everything the students want to do and, 
ultimately, accomplish in their research. For many of the students, their panel of 
professors and GCs put limitations on them to ensure that the students will finish their 
projects on time, especially with their other academic requirements in tow. 
Matriculation immediately enters the student into menteehood where they are 
subjected to a new identity as someone who is not yet a genetic counselor but are well 
beyond being a layperson. They must now negotiate these two worlds, much like their 
patients must negotiate an agreement between their lived experiences and the biomedical 
world of diagnosis and illness explanations. This is not dissimilar from how people must 
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assume new identities throughout their lives as they progress in age, time, and place (Asif 
2020; Biehl and Eskerod 2013).  
In this negotiation, genetic counseling students’ lives become reflected in the lives 
of their patients. They must obey the commands from their superiors to become 
successful and gain social capital that allows for a healthy relationship to develop 
between them and the other providers assisting them; to disobey is to become a threat to 
the institution (Bourdieu 1986). A rogue provider who does not seem to care for the day-
to-day operations of the clinic, is reckless. 
 
The Medical Imaginary Informing Positionality 
The clinic is a space where students balance imagined individualities and 
autonomies for each patient with their clinical, scientific, adopted understandings of 
ethics, culture, and negotiation. This active mediation process between student-clinician 
and segmented patient allows each actor to serve as a scientist in their personal moral 
laboratory, in which they manipulate moral experiments in all facets of their lives—not 
just the clinical world (Mattingly 2012; Mattingly, Lutkehaus, and Throop 2008; Hunt 
and Mattingly 1998).  
Here, in these personal laboratories, everyone is their own expert researcher. 
Perhaps this allows them some control over their lives, something GCs are not allowed to 
have over their patients’ lives. For GCs, the moral laboratory allows them to recognize 
that their practice is not a place free of suffering, pain, or death for patients or 
	
79 
themselves. This offers them a chance to reflect upon the nature of assumptions in 
healthcare, like that patients want autonomy.  
In his description of his internship year after medical school, Sandeep Jauhar 
paints a vivid picture of the exhaustion and toil he had experienced with a patient who 
experienced nearly constant seizures and would be left with permanent brain damage: 
 
“…I pictured the pallbearers in their black suits…[and] shuddered thinking about 
what had occurred over the past twelve hours. I lay down in my call room, 
fatigued beyond words, certainly beyond anything I had ever experienced 
before…the thoughts began to flood in, even as I tried to hold them back. Why 
didn’t you check the sodium earlier? Aren’t you responsible for what happened?” 
 
(Jauhar 2008, 89) 
 
 
Jauhar reflects on his role in his patient’s steady decline. He feels like he is to blame for 
some of the outcome and learns that he must cope with the certain death of this man, even 
though his death was a result of Jauhar’s new skills needing exercise. 
So, what happens when the imagined wishes for the autonomy of patients are put 
to the test by the moral experimentation of students? Who addresses the differences in 
theoretical biomedical diagnosis and the real, day to day lived experiences of disease 
(Mattingly 2014)? What happens to parents of children born with genetic diseases and 
abnormalities? Perhaps some face a sense of obligation as “moral pioneers” who should 
act responsibly in the future to avoid having more children with the same diseases (Rapp 
2000; Kasstan 2017; Reuter 2016). The patients and their families become genetic 
citizens, or people who are understood to belong to a certain larger identity governed by 
biomedical law (Reuter 2016; Taussig 2009).  
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Even if the laws are not set in stone, people feel obligation when their actions are 
put in the public arena (Taussig 2009; Mattingly 2014). Also, the enforced notion of what 
is “right” and “wrong” can differ depending upon if the actor being judged is male or 
female; most times, mothers are blamed and feel guilty for their children’s genetic 
illnesses in ways that fathers do not because of the gendered nature of biomedical 
judgment (Landsman 2008; Martin 2001; Mattingly 2014; Rapp 2000). This also implies 
that those who work in healthcare can exhibit “new forms of power, knowledge, and 
embodied discipline” in their patients—even by showing them a diagram or discussing 
what it means to have a “healthy” child (Taussig 2009, 11; Heath, Rapp, and Taussig 
2007, 152). 
Thankfully, students are well-trained in the art of “meeting the patient where [the 
patient is] at,” thus allowing for an interpersonal mediation that reflects negotiation 
among the different health worlds of providers and patients, which may not align (Ward 
2020). This can even be reflected in the discourse they use when they talk about their 
patients’ bodies and genetic healthcare. Medical students and GCs alike learn to follow 
scripts in order to share information about their patients, their drug regimens, family 
lives, and pain levels. This becomes standardized and is known as “presenting the case,” 
which is similar to what GCs do each time they introduce a new case study (Martin 2007, 
101). 
To better describe nuanced intricacies of human genetics, GCs can rely on visual 
aids to represent certain concepts to their patients. In this way, GCs attempt to bring the 
discourse they have learned to their patients so that they can work together to establish a 
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real, conceptualization idea of genetic disease. When their patients do not understand 
medical phenomena, the GCs typically can alter their counseling aids or make their own 
aids to make the information accessible.  
 
Figure 7. Genetic Counseling Aid Demonstrating Sporadic and Hereditary Cancers 
 
 
This image shows sporadic and hereditary cancers, and how they can develop in cells 
within the body. Visual aid property of Greenwood Genetic Center. Photograph courtesy 
of Kailyn E. Sitter. 
 
 
These images show a kind of deviance in which patients are told that their bodies may 
create cells that look like these, depending upon what kinds of cancer they are at risk for. 
Michael knows the images are confusing, and says it even took him a while to figure out 
what they were trying to say. 
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While showing me a clinical aid of sporadic and hereditary cancers, Michael’s 
voice echoes over my phone, “I like this aid for me, but I would never show it to a patient 
because it’s really not helpful. Like it doesn’t work because a patient isn’t going to be 
able to see the same things I see.” For Michael, there must be another way of describing 
medical phenomena.  
 
“I don’t like how they look, because they’re confusing for people who don’t look 
at cells all the time. I usually draw my own for patients. It gives me a chance to 
show them only what they need to know and so they don’t get distracted by trying 
to take in an entire image when they first see it. I can add things in at each step of 





Michael describes how his image shows two different rows of chromosomes. In the top 
row, he describes sporadic mutations in cells that can appear in cells. If a patient starts 
with two healthy copies of chromosomes, meaning that they do not have a genetic 
mutation, an acquired random mutation still leaves the patient with a healthy 
chromosome. In this sense, it takes two mutations to leave the patient at substantial risk 
for cancer. In the second row, Michael demonstrates what happens when a patient has a 
mutation that leaves the patient starting off with only one healthy chromosome. Here, the 
patient only requires one mutation to leave them with no “healthy chromosomes.” We 




Figure 8. Michael’s Drawing of Hereditary Cancer 
 
 
Michael’s drawing shows a highly simplified version of the “Two Hit Hypothesis.” 
Instead, this hand-drawn example allows Michael to illustrate aspects of the story of 




Susan, like Michael, is quick to describe instances in which she has drawn 
diagrams for patients to help them understand what she is saying.  
 
“Here,” she says as she slides a piece of paper on the table in front of us. “This is 
one of the most common things I draw, especially if a couple is coming in for 
prenatal testing.” 
 
She draws a diagram with two pairs of “Aa” and draws lines pointing to the four 
combinations of offspring. She assigns each of the offspring either a smiling face 
or a frowning face. Notably, the only offspring sporting a frowning faced partner 
is the homozygous recessive child, who would have received the disease. It is 
only after Susan has finished the drawing that I notice she has drawn the entire 
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diagram upside down from her point of view. She created it to unfold in the 
proper orientation from my perspective.  
 
“Wow!” I exclaim, “Upside down, too. That’s impressive.” 
 
“Thank you,” she beams, “I’ve been practicing for as long as I can remember.” 
 
 
Field notes, Fall 2020 
 
 
Figure 9. Hand Drawing of Autosomal Recessive Patterns of Inheritance 
 
 
Susan’s hand drawn depiction of the Mendelian autosomal recessive pattern of 
inheritance. Note the smiling faces for heterozygotes and the homozygous dominant 
offspring, and the frowning face for the homozygous recessive offspring. Image courtesy 




These drawings are examples of the ways GCs use visual aids to represent disease 
to their patients and, ultimately, perpetuate ideas of what it means to be medically 
defective or perfect. If you have a child with a homozygous recessive condition, you get a 
frowning face turned in your direction because you could have prevented the sad, painful 
fate reproduced in this reproduction of disease.  
Amniocentesis is another common procedure genetic medical professionals 
explain regularly. Many GC students abbreviate amniocentesis as “amnio.” A harrowing 
procedure conducted with a massive needle and which carries the risk of miscarriage has 
become a common piece of their vocabulary, often winding its way into conversation 
when the students talk with one another about patients’ decision-making and ultimate 
engagement with the clinical material. Amnio allows GCs, OB/GYNs, and other 
providers to look objectively at a fetus’ genetic material. It serves as a materializing 
device that affects how people view the fetus: if we find no abnormalities, it is normal 
(Rapp 2000). However, if there is a problem, the child is abnormal (Rapp 2000; 




Figure 10. Visual Aid of “Amnio” 
 
This image shows the invasive prenatal procedure known as “Amniocentesis.” This 
image, sometimes shown to patients who are interested in the procedure, can be 
polarizing for patients concerned about their risk of miscarriage. Visual aid property of 
Greenwood Genetic Center. Photograph courtesy of Kailyn E. Sitter. 
 
 
Discourse around disability changes the outcome of diagnoses for patients. Some 
patients seem scientifically literate and engaged, so GCs may have an easier time getting 
to the basis of their problems. But, like Kempner examines in her novel about Migraine 
sufferers, the scientific parts of patients—the parts that are easily understood by 
doctors—can sometimes be the most highly valued pieces and can, inadvertently, shape 
the way patients view themselves (Kempner 2014). Those on the fringes of society 




Medical Imaginaries and the Informed Patient 
The biomedical model declares what is important. If you have high blood 
pressure, you need to take medications so that your risk of developing heart disease 
lowers. If you have a genetic mutation, you should undergo the appropriate preventive 
care so that your chances of dying from this condition are substantially lowered. 
Suddenly, people who are told they have health problems are examined through these 
imaginaries and are told that they must undergo medical treatment to be healthy 
(Mattingly 2014). Patients then take their diagnoses into their lives, where the biomedical 
becomes intimately entwined in their private experience of the world. How do GCs deal 
with being the agents who have created such personalized chaos and trauma? 
They are experts in this constant state of negotiation, of recognizing what matters 
to them, as professionals, and what matters to their clients. The questions of what is 
ethical are culturally shaped and bound, by biomedicine and myriad outside factors 
(Mattingly, Lutkehaus, and Throop 2008; Mattingly 1998; 2014). The perspective of the 
students instantiates a particular set of theories, embedded in the cultures of biomedicine 
and genetic counseling, not only about illness, healing, and the body, but also about what 
it means to be human.  
The patients’ perspective may manifest rival theoretical positions about all these 
matters that are culturally grounded, especially in politics and religion (Mattingly 1994; 
2014). But the student is learning how to reconcile and how to be a player who works for 
the overall good. Tears will be shed and bonds will be made. Death needs talking about. 
Ultimately, a debate between patient and provider—or even student and teacher—may be 
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inconclusive because of differences that do not allow for compromise; but that does not 
mean GCs and their students will not try. 
 
Risk 
On top of seeing the body differently, many GCs learn to talk about the human 
body and its penchant for disorder in new terms. In one seminar, a student asked the 
audience how it made sense for GCs to allow patients to make their own healthcare 
decisions, if they do not truly understand the risk. Immediately, a professor raised his 
hand and gently explained that he chooses to use different phrasing in order to assess 
exactly how valuable a patient sees the risk. He said that, no matter how high or low he 
interpret the risk, he asks the patient, “How do these [risk] numbers feel? What do they 
mean to you?” He said he wants to connect with the patient on a basic level that allows 
them to feel as if their basic needs are met, and that this allows the patient to set the basis 
of understanding.  
 
Operating within the Medical and Technological Imaginaries 
In the same way, this demonstrates how genetic counselors operate within the 
constructs of the medical imaginary. They are required to do so in an attempt to become a 
recognized professional or a student who shows promise. And even if a student does not 
personally identify the secular nature of genetic medicine, they often feel unable to 
mention that their views differ simply because they share a bond with the field that has 
offered them so much, even as students. 
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“It’s hard sometimes. Because I’m religious and that’s something that is important 
to me, you know? So I can’t say it’s always comfortable in class when I want to 
ask a question or pose a challenge to someone. I don’t share some of the same 





 Even when a student identifies with the field of genetic counseling, because it is 
beneficial to her professional career and because she is genuinely excited about 
participating in the culture, she puts her earlier-formed identities at risk. She now needs 
to find new ways that allow her to formulate new conceptualizations of how religion and 
technology intersect. Another student mentions just how bonded members of field can 
seem because of the intensity of their training and the difficult conversations they have 
with one another and with patients. 
 
“The nature of our field is that we have to prove ourselves. Like it’s really tough, 





This shapes the way they see the world, as a sort of objective self-fashioning, 
seems to draw not upon patient experience with disease, but upon student clinician 
interactions with patients and others (Dumit 2004; Mattingly 2014; Kempner 2014). The 
student clinician becomes, through training, exposed to the medical imaginary, which 
states that a healthy person should behave a certain way and that everyone who cannot be 
labeled as healthy in the same way should strive to become like that healthy ideal. Many 
hospitals and student textbooks seem to train the gaze of clinicians to turn from a 
humanistic, holistic view to that of a physician or genetic counselor, where the body 
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becomes a set of genes and influences; a pair of dysfunctioning kidneys (Kempner 2014; 
Martin 2001; Rapp 1988). 
This medical gaze, adopted by clinicians everywhere, becomes a tool that allows 
them to view patients efficiently, although bypassing other crucial influences on health 
like social determinants of health (Foucault 2003; Presumey-Leblanc 2020; Crowley-
Matoka 2005). This medical gaze prevents clinicians from seeing the human body as a 
whole because they begin to see it for its parts. A heart. Lungs. A fully functioning liver. 
Marvelous! The gaze shifts towards a model of what is wrong with the body and what 
can be done using technology to create and achieve a “normal,” or healthy, status that 
should be desired by patients everywhere (Anspach 1988; Rapp 1988). And, when a 
patient suddenly becomes like the “normal” bar--or willingly fights the journey to 
become more like the normal--a miracle happens and clinicians extol the marvels of 
modern medicine. In some ways, it allows clinicians to become closer to the work they 
do through the proof of its positive effects on patients. 
The students become their own versions of the medical imaginary because they 
allow for its perpetuation through the complex moral decision-making found throughout 
their field (Mattingly 2014). They allow it to happen, forming and informing the 
decisions of families everywhere because they must comply with the clinical morals and 
medical imaginaries of the larger medical structures in play. If they do not, they cannot 
be allowed to operate within the confines of biomedicine (Bourdieu 1986). 
The perspectives of students instantiate a particular set of theories, embedded in 
the cultures of biomedicine and genetic counseling, not only about illness, healing and 
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the body but also about what it means to be human. The patients’ perspective manifests 
rival theoretical positions about all these matters that are culturally grounded, especially 
in politics and religion. Many GCs note that the matter of moral debates between patient 
and provider may, inevitably, be inconclusive because there are a priori differences in 
cultural perspectives that do not allow for compromise or reconciliation; but that doesn’t 
mean GCs and their students won’t try. Truly, much of the clinical training of genetic 
counselors attempts to introduce them to the myriad perspectives their patients may feel 
when faced with genetic counseling, testing, and decision-making that allow them to 
address medical and technological imaginaries. 
 Another form of imaginary comes into play when Mattingly discusses the use of 
popular culture as a negotiating tool that allows patients and providers to 
“submit...resist…[or] collaborate” (Mattingly 2006, 494). She means here that popular 
characters, like Pocahontas, can be operationalized as tools for both clinicians and 
patients. Spiderman may serve as a crucial link in young child’s experience of illness 
when he is able to crush the superhero’s enemies with bean bags while doing physical 
therapy. For the provider, the use of this popular character is necessary in building and 
maintaining rapport with the patient.  
Genetic counselors are forced to do the same regularly, although they do not 
always rely on well-known characters. Instead, they rely on personal intimacies with 
biological knowledge. For example, when discussing genetic mutations that may be 
present for a mother over the age of 35, the student learns to “meet the patient where 
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they’re at” so that they can better connect. For many GCs, a simple “book analogy” 
works best: 
 
“So imagine this book, right? In it are words and they’re all spelled a certain way 
that lets you read them. If they’re misspelled, they don’t necessarily make sense; 
but if only one letter is off, you can usually still read it. Now think about a 
sentence in the book. The words work together in a sequence that lets you read it, 
right? Now imagine if a word was missing. The sentence doesn’t really make that 
much sense anymore. And then I’ll usually draw out the analogy to include how 
chapters are like chromosomes, kind of pointing out the fact that the sentences 





This often ensures the patient and provider are speaking a common, shared 
language. When the languages don’t align, dissonance rules and the GC feels uneasy until 
the disconnection is resolved. Alternatively, when the languages do not match, the 
students are aware that their way of talking is not getting through to the patient. If the 
student realizes that her patient is not following her book analogy, she can readjust so that 
the patient is able to understand as much as possible in order to make informed decisions. 
In this sense, code-switching between patients’ languages and their own is necessary and 




 GC students are exposed to the clinical world of genetic counseling before they 
enter into a program or even before they applied. For many prospective students, 
shadowing a GC to see if the work is agreeable with the student’s personality seems like 
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a commonplace and necessary way to see if they build relationships with people from 
these different backgrounds while developing their own clinical skills. 
However, the transition from shadowing as a prospective student to shadowing 
with a student ID hanging from a lanyard around their necks came as a shock. Many 
students did not feel ready for their first times in a clinic in which they sat down across 
from a patient. They describe their experiences: they exchange pleasantries; they collect 
family histories; they answer questions. And the students, confidence often shaken by a 
perceived misstep early on, came out on the other side with a newfound sense of 
belonging. They did it. They can do. They will do it again. They were accepted to this 
field because they have the potential to become professionals. For many, serving as the 
case lead for the first time is a huge accomplishment—one that truly makes them feel as 
though they are on their way to life as a professional. It serves as a huge peak in their 
career as a student. 
But how does this relate to the broader field of medicine, in which physicians 
train similarly? Many medical students make clear their desires to allow patients to make 
“informed decisions”, as long as those decisions align with what is deemed biomedically 
appropriate. On one particular day of interdisciplinary cooperation, medical students, 
researchers, and GCs jointly hosted a “rare disease awareness day” in the medical school. 
 
A woman not much taller than the podium gets up and introduces herself as a 
geneticist who works with [the rare disease conference]. She explains that she is 
thrilled to be on campus and that she and her team have already made rounds at 
many other college campuses in the area, albeit with different patient speakers. 





She asks for all medical students and doctors to raise their hands. Five hands in 
the back are thrown up and quickly fall down. Next, she asks all genetic 
counseling students and GCs to raise their hands. The majority of hands in the 
room, upwards of twenty-five arms, are raised. She then asks for research 
scientists to raise their hands. I feel a pit of dread in my stomach after hearing this 
request, knowing that she will not rest until she knows exactly who each member 
of her audience is. Two hands in the back of the room, near the doctors, are 
raised. She comments that research scientists are important in the identification, 
detection, and treatment of rare diseases. She seems to notice that not everyone in 
the audience has raised their hands so she asks for one final round of extremity 
raising.  
 
“Is there anyone here who hasn’t raised their hands? I’ll ask them now to raise 
their hands and describe what they do for us.”  
 
I freeze.  
 
Then, slowly, I raise my right hand. The only one to go up. I feel eyes bore into 
my head and the GC student next to me whispers “Yay!” Great, I think, if she’s 
excited, she must feel like this is a good learning opportunity for the audience. 
The geneticist on stage turns her body towards me and asks for my name and 
what I do. I tell her that I am a medical anthropologist and the room falls silent.  
 
“Oh,” she stammers, “We’ve never had one of those before. I’ve never even heard 
of that.” For three seconds, the room is silent and I swear I can hear someone 
three rows away from me murmur something to a nearby ear. Suddenly, someone 
coughs and the moment is over. I have been identified as an other, much like 
many of their patients, like those who are represented today at this rare genetic 
disease conference. 
 
Field notes, Spring 2019 
 
 
Notable in this scenario is the implication that each member in attendance must 
do something for the genetics community. Medical students and GCs complete clinical 
work and research and are expected to contribute to the overall environment of the school 
community by doing. By being. By embodying. Someone like myself who works and 
studies in a medical school, but who does not practice in clinic is an oddity or, more often 
as GCs say, an opportunity to learn about a new perspective.  
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I become a case study in my own right as I feebly raise my hand, sending it 
sailing it among the stars on its solo journey of non-clinical disclosure. To avoid 
detection throughout the rest of the presentation, I follow cues from my GC colleagues. 
When they understandingly nod, tilt their heads, or cross their legs, I am with them. I 
whisper a sympathetic “Oh!” when our guest speaker rushes up the stairs on the left side 
of the stage and nearly trips in her zeal.  
Ever the pro, she catches herself before anything truly tragic can happen and 
adjusts the belt holding her zebra maxi print dress in place as it flows around her, while 
she floats above us. And, when she discloses her status as a mother of sons with a rare 
genetic disease they got from their egg donor, I lend my voice to the cooing choirs of 
“mmhm” and “aww” that rise like my lone hand just minutes prior. I can only imagine 
how people with genetic diseases must feel when they, too, find out someone has never 
had “one of them” before. 
This relates to Goffman’s concept of the “everyday life” as a performance in 
which ordinary human experiences are seen as acting on a stage in order to create a 
concept of self for others (Goffman 1959). An individual’s lifeworld is constructed 
through these experiences but must also allow for the actor to belong to a larger group 
constructing a broader imagining of a perfect, imagined health world that does not 
experience embarrassment or inconsistencies (Goffman 1959). GCs belong to an 
international group of professionals who strive to allow their patients to achieve an 
imaginary of complete genetic healthcare, where everyone is able to safely avoid genetic 
disorder and disease if they so choose. For GCs, their front stage personas are required in 
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order to survive as students in a school of medicine, even if their “back stage,” 
unconscious minds would rather focus on how different they are from other healthcare 
professionals (Goffman 1959; Barton 2004). However, the GCs seem to be constantly 
acting in front of one another too. 
 
Performativity and Evaluation 
 Each student’s “professional progress” is measured by their superiors, which 
engages the student’s front-stage performativity and the evaluator’s framework of 
“reporting,” or gathering basic information, “interpreting,” or using higher-level 
diagnostic reasoning, “managing,” or joining action with therapeutic and diagnostic 
planning, and “educating,” or becoming part of the educational team (Pangaro 1999). The 
goal of the student is to achieve high-level actions and thinking to provide the best care to 
patients. This gradual increase in critical thinking is expected and anticipated by faculty 
as the student progresses in clinic (Pangaro 1999) 
 Likewise, front and backstage personas come to light when students reflect on the 
concept of “self-efficacy,” or their capabilities of performing the duties of GCs (Caldwell 
et al. 2018). Perhaps a better measure of a student’s development throughout their time in 
a GC training program, self-efficacy evaluation allows each student to assess different 
aspects of their performance in clinic. Perhaps a student is able to reconcile differences in 
their outward-appearing clinical persona and their thoughts and feelings, which are 
intangible and not easily observed (Caldwell et al. 2018). Self-efficacy evaluations allow 
for a sense of freedom for students where they are allowed to engage the two separate 
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components of their field (hard genetic science and psychosocial care) and apply them to 
their own performance as students.  
 
An article asks students to rank their ability to perform tasks on a scale of 0 (“Not 
at all certain I can do”) to 100 (“Highly certain I can do”).  
 
Can students “accurately record family histories by drawing [pedigrees]?” 
Can students “ask targeted questions in order to elicit pertinent information?” 
Can they “discuss potential costs of…testing with a client?” 
 
(Caldwell et al. 2018, 1255) 
 
 
Through this assessment, students can merge two different parts of their identities into 
one: the capable genetic counselor. The combination of these two worlds is visible 
through students in classes, when they reflect on the hard science of case presentations 
and how families must have coped emotionally with devastating diagnoses. 
 
Habitus and “Emplotment” 
 The two worlds of GCs become merged through education in a concept known as 
“habitus”. Bourdieu describes this phenomenon as: 
 
“a person—or of a group of persons occupying a similar or neighbouring position 
in social space…in a sense very systematic: all the elements of his or her behavior 
have something in common, a kind of affinity of style.”  
 
(Bourdieu 2005, 44) 
 
 
He continues that characteristics of “the habitus” are acquired and “are the product of 
social conditions and which, for that reason, may be totally or partially common to people 
who have been the product of similar social conditions” (Bourdieu 2005, 45). GCs are 
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enculturated not in the same program, but programs that offer similar courses and have 
similar requirements for degree conferral. One can assume students might learn how to 
see things in similar ways, leading to a development of united discourse, as evidenced 
through visual aids and metaphors (Bourdieu 2005; Mattingly 1994).  
 Ultimately, the discourse students learn becomes symbolic of the world and their 
place within it. Their embodied experiences are a culmination of their personal and 
professional lives, and discourse becomes their language of discussing it. GCs belong to a 
world of dysfunction and dysregulation, where their task is to help patients make 
complex decisions about their healthcare. Something that seems as simple as a base-pair 
mutation, where one single nucleotide is out of place, can lead to disastrous 
complications.  
The microscopic becomes large and forces its way into people’s daily lives in 
ways they may have thought unimaginable. Someone with a disabled child may share 
their experience with a GC, thus changing the GC’s perception of clinical encounters 
indefinitely (Mattingly 1994; Barton 2004). GCs are at the front lines, like OTs, 
physicians, and nurses, hear, adapt, and retell patient stories. They use their personal 
experiences of the world and their professional exposures in clinic to make moral 




Today is Halloween and I expect fanfare from the program, as they enjoy 
celebrating special days. For example, “Genetic Counselor Awareness Day” saw 
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handfuls of pins being thrown throughout the room. Students scrambled to collect 
as many pins as they could before fastening them to every fabric surface they 
owned. Today, however, I notice the only addition to the classroom is the 
collection of food on the back table. Rather than the typical mix of non-perishable 
snacks like chips, pretzels, and candy, students have brought in hot dishes. My 
nose first notices the buffalo chicken dip a student has brought in. The mixture of 
chicken and cheese makes me simultaneously queasy and hungry. I feel confused 
at my body’s reaction and wonder how the vegetarians in the program feel.  
 
With just two minutes until class time, the door at the front of the room swings 
open and people file in quickly. Suddenly, eleven students in costumes emerge 
and file into their seats. They are all wearing a solid-colored t-shirt with a paper 
plate on their chest. I notice the words “alcohol flush,” “celiac disease,” and 
“bitter taster.” The students have further props to highlight each of their 
characteristics. The student who is labeled “alcohol flush” has applied heavy coats 
of blush to her cheeks. They are bright pink and massively contrast with her pale 
skin. She also carries a can of soda, but it now carries a taped-on paper label 
claiming its status as “beer.” She says that she wanted to bring a prop but did not 
want to bring alcohol to campus. When she says this, everyone nods as if they 
understand exactly what she is saying. I ask the nearest first year what their 
costumes represent, and he tells me they have each chosen to represent a gene on 
the 23andMe trait panel. I nod and thank him for explaining the group costume. I 
am shocked by the differences in personality and cooperation I perceive between 
the first and second years.  
 
The costume-laden faculty member zips up to the second years and asks what 
they think she is. They comment on certain aspects of her costume:  
 
“Wow I like your robe!”  
 
“Oh you own boxing gloves? I didn’t know you box.”  
 
“Hmm I feel like I know what you are. It’s definitely on the tip of my tongue.” 
 
As someone who studied genetics as an undergraduate, I am surprised that not one 
of them can name her. She is obviously a “knockout mouse”, used in experiments 
to determine which genes are sufficient and necessary in phenotype development. 
This seems elementary to me and, as the non-genetics expert in the room, I am 
shocked. Do the students know, but fear incorrectly labeling her? Do they only 
think of genetics in terms of human health applications? Is a knockout gene in 
gene therapy within their realm of understanding, whereas a knockout gene in a 




After about three minutes of asking the entire second-year population, the faculty 
member seems to recognize that none of them will guess correctly. Her 
counterpart, who works with her in both clinic and in the GC Program walks over 
and exclaims, “You’re a knockout mouse?! That’s so creative!” The mouse 
squealed with glee ran up to him and gave him a massive hug.  
 
I think about how speaking up about knowing what she was could have given me 
some “street credit” with the GC students. Often, they forget that I have a basic 
understanding of the work they do, so correctly understanding the faculty 
members’ costume could have been a good way to show that I know what I am 
talking about. I think, though, that I am glad I did not share my hunch. I do not 
want to overstep my boundaries with them. Suddenly the first years and the 
program director burst into the room and everyone is in a rush to get the seminar 
started. After all, we’ve delayed the beginning of class by about ten minutes 
already.  
 
Field notes, Fall 2018 
 
 
And so my Halloween continued, illustrating just the kinds of teamwork GCs 
must uphold as individuals in school and later in their careers. Students feel connected to 
the school community, through cooperation among themselves and with others. This not 
only allows them to develop knowledge and social behaviors necessary to their field—
especially inside jokes and what constitutes a good costume—so they can be successful. 
Humor plays on human emotion and perceptions of information, so having the students’ 
participation in a costume day reflects not only the knowledge they have internalized but 
also how they cultivate values as a community and reflect those values back to the 
communities that surround them. 
 
Students as Researchers 
 Since the students have assumed new research identities during their time in the 
GC Program, they can take on a new identity while still being recognized as in transition. 
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Their identity as researchers implies that they are being welcomed into the academic 
nature of medicine; however, they are in transition and even the concept of their projects 
being limited by their committee members represents the fact that they are not yet fully 
researcher-clinicians. They follow the same standards as current full status researchers 
and contribute to the knowledge of the field. Similarly, their status as researchers moves 
into the clinical space when GCs can serve in laboratories or as clinicians who also work 
in research by consenting patients. Most times, students and GCs who work as clinicians 
or have the intent to become clinicians recognize the innate research-ness of their 
profession: 
 
“We aren’t taught everything about every disorder, we’re kind of like librarians 
where we’re taught to become expert researchers who know how to find whatever 





As the student explains, GCs are important in clinic because they can find any 
needed information. Students quickly learn that their grades are important and that the 
subject matters, but that they can always find it again if they need to. They consider 
themselves experts at finding any information necessary and making that information 
accessible to patients. 
 
“That’s why we’re the professionals. We can help interpret results for patients and 
that’s something that’s really special because not everyone has the ability to look 
at the results of something like 23andMe and understand them. Or to know what 
they should be tested for in the first place. That’s where we come in to help 







Care for patients in clinic goes far beyond the walls of clinic when GCs and 
students are acting as providers. They use their expert knowledge based in scientific 
research and inquiry to help match patients to the best courses of action for them. GCs 
aim to serve so that entire communities receive care. They are not limited by serving only 
those who walk into their offices. 
 GC students participate in as much research as possible and, by requirement, 
complete capstone projects as a cumulative example of how they can apply themselves in 
research outside of the classroom. However, many students in the program must sacrifice 
their perfect ideals of what research they wish to complete. They do not have the time to 
complete their ideal research projects because they are also busy learning how to narrate 
patients (Anspach 1988; Rapp 1988; Landsman 2008). The effects of time constraints on 
their busy schedules can also become apparent when the students talk about their case 
presentations. Then, the embodiment of their professional selves truly comes to light. 
 
Seeing the Whole Human? 
To some doctors, the human body is a collection of body parts that breaks down 
and needs fixing. For genetic counselors, the human body is a complex combination of 
different pieces that change regarding the variety of genetic counseling being practiced. 
For instance, when learning about prenatal genetic counseling, one of the three major 
subspecialties, the instructor told the female students that he wasn’t “trying to teach their 
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bodies to [them],” then proceeding to flip through slide after slide of the female 
reproductive system.  
For the students—most of whom are female—this is not just an opportunity to 
learn more about their own bodies, but also an opportunity to shape how they view the 
bodies of their patients. For example, a woman coming in for BRCA 1 and 2 testing is no 
longer just a woman coming in for some testing; instead, she is a woman with breasts and 
ovaries which significantly increase her risk of developing cancer if she tests positive for 
a mutation in either the BRCA 1 or BRCA 2 genes. Genetic counselors use counseling 
aids to bring their discussions of genetic healthcare into a visible space with their 
patients. In this way, the medical imaginary and biomedical discourse become tangible. 
Suddenly, the imaginary is real. 
Also different for GCs from medical students is the conceptualization of just how 
small a gene is and how it is invisible to the naked eye. And yet, they believe. They see 
patients as a set of codes and mutations, just waiting for them to change enough so that 
science rules their front and backstage perceptions of health. 
 
The room is quiet. The question hangs over everyone like an empty silence, just 
waiting for an answer that is not coming. It cannot come, because acknowledging 
its answer is not a question the students often face.  
 
The visiting anthropologist repeats the question. “How do you know genes are 
real? How do you know they’re there if you can’t see them?” 
 
Students shift uncomfortably in their seats. Some look around at their classmates, 
one looks at her water bottle and picks at its peeling stickers, avoiding eye contact 





No one answers, and only three dare to look at him. The rest have decided his 
gaze is too risky... 
 
Field notes, Spring 2019 
 
 
The students do not know how to answer his question, and they seem hesitant to 
do be incorrect. Goffman might describe this as actors wanting to stick to a script with 
which they are comfortable; deviation from the script could lead to traumatic 
consequences (Goffman 1959). Their training has taught them that they must speak from 
an informed, data-driven position. A challenge to that position is uncomfortable, and they 
have no knowledge about how they should answer the question. They have no script, and 





Degrees of Closure and Identity Formation 
 
Figure 11.  GC Timeline: Closing with Membership 
 
 
Timeline of genetic counselor enculturation and socialization focusing on the third stage, 
“Closing with Membership.” In this final phase, genetic counseling students transition 
into professional identities after the completion of various program-specific steps and the 




This sixth chapter explores the process involved in the ritual closing of the genetic 
counseling education process through a Turnerian lens, maintaining the idea that 
ritualized process must end in order for people to reintegrate into society, but also by 
recognizing that GCs’ education continues into professional life, thus potentially 
prolonging their experiences of liminoid identities. This extended biomedical education 
after initial enculturation and socialization forms a framework under which GCs must 
negotiate their personal identities while reconciling discrepancies, thus producing 
medicalized realities for GCs and their patients. 
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Before graduation, students write up their capstone research projects and discuss 
their data with several groups. Students typically make official presentations to their 
peers during poster sessions at the end of the semester. They invite community members 
from the School of Medicine. 
 
The room is just a large, white rectangle. Nothing special, and the lights are 
dimmer than I’d expect from a room dedicated to learning. Above all, I can’t take 
my eyes off the fabric accordion wall running down the wall farthest from the 
door.  
 
What a strange space, I think.  
 
Suddenly, the wall lurches and the fabric wall folds in on itself. Now the room has 
doubled in size, and I stand amidst ten students setting up their large posterboards 
on easels. Hor d'oeuvres fill the center of the room and a bottle of wine balances 
precariously near the edge of the table. I expect it will fall, and I’m correct. 
Instead of being upset, we all laugh and someone quickly runs over with napkins. 
Presentations are about to begin. 
 
Field notes, Spring 2019 
 
 
The presentations begin, and the room is hectic. Bodies run around in search of 
their mentor or friend. Each presenter hopes to have their favorite faculty members view 
their project. Few medical students make rounds around the room—or even enter the 
room—but the GCs do not seem to mind. Perhaps they were not expecting many visitors. 
Perhaps the GCs are accessories to the medical school, another research event the campus 
can brag about. The GCs are excited, sharing this day with those who are closest to them. 
Susan starts with a toast, and the occasion marking the end of education for the second-
year students begins. They have finished. Now comes the biggest task in their career: 
passing board exams. Few feelings can compare with passing your exams, knowing you 
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are a “CGC” who can work virtually without professional restrictions. Or so I am told by 
the many GCs I know who have passed. Failing board exams brings feelings of misery 
for, without a passing score, the graduate cannot work as a CGC and cannot work as a 
certified professional (Denne 2016). This is truly the time for the graduates to succeed or 
fail, and they feel the pressure. Sitting for board exams may be the most pivotal moment 
in a GC’s education. 
Once they pass board exams, GCs can continue working in their job placements, 
truly signaling the end of their educational period. GCs can continue on to graduate 
school in other specialties, like public health (e.g. MPH), or jobs that involve research, 
usually as an attempt to learn new ways to apply their skills. Perhaps this goes to show 
that GCs value diversifying their skills. Perhaps this shows that their professional work 
fosters an appreciation for continuing education outside of itself while attempting to bring 
its skills into the consciousness of other professions. In this sense, GCs may barter with 
other specialties as a trade: “I’ll learn about public health so I can use it in my practice 
but also so people doing public health research know what genetic counseling is and how 
we can be used.” I reflect on how that is like my relationship to the GC Program. 
 
Transition to Professionalism 
 During my time with the GC Program, many of my informants transitioned from 
studenthood to professional life in the field. While pomp and circumstance mark 
graduation, the students do not reappear on campus the following year. This is almost 
always the case for any medical graduation (e.g. many medical students move out of state 
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for residency following graduation), but it seems more noticeable for GCs, when current 
students talk about their mentors “who are no longer with us in person,” as if their ghosts 
inform us how to best learn and research. 
Past graduates become objects of admiration, exhilaration, and inspiration for 
current students. Current students may weigh their ability to land a job offer against what 
previous students have done, or they may base their capstone research project ideas off 
another student’s work. Students may reach out to their former, graduated upperclassman 
buddy for guidance. This is also similar to other health professionals, like nurses, 
who participate in partnerships with their coworkers for support (McCloughen and 
O’Brien 2005; Clark and Holmes 2007; Berro et al. 2020; Mann 2020). And so, the photo 
captured in spring hangs in the student program office, offering a glimpse of smiling 
faces that formerly walked the halls, looking fondly down at current students. 
The transition from “student” to “genetic counselor” seems mundane. Students 
work in clinic for nearly two full years before they become qualified to serve as a 
certified GC. Theoretically, there should not be a difference in the way they work from 
when they are students to the work they complete as full professionals and, really, there is 
no big difference. The board exams serve as a ritualized signal of their new identity: 
before passing, they are merely graduates who are still studying to pass; after passing, 
they are CGCs who will continue learning, but who have earned the special right to title 
themselves as GCs. 
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My interviews with some second-year students occurred after graduation, and I 
wanted to highlight just how far they had come since sitting in the classroom months 
earlier.  
 
“Wow! Congrats on graduating. You must feel so accomplished now that you can 
get a job and just kind of relax.” 
 
“Haha thanks,” Shay said gratefully, “But truthfully it’s not vacation. I’ve just 
been studying for months trying to prepare for my board exams coming up soon. 
It’s weird because I graduated, but I’ve still got so much to do. Like I thought the 





The life of post-graduate GCs change little until they pass boards, when they finally gain 
the social and intellectual capital of a certification that layers atop their degree. 
 
But Is It Closing? 
I argue that GCs are continually shaped by biomedicine, even when their time as 
students has officially come to a close. Working as professionals in the field implies that 
they continue their education by receiving continuing education units. These CEUs allow 
practicing professionals to learn about important changes to knowledge and procedure 
that occur throughout their certification renewal timeframe. This requirement for CEUs is 
in place for many health professionals (e.g. clinical research professionals, radiologic 
technologists, physicians, and nurses), and reflects how biomedicine dictates what 
clinicians and researchers must do across the board to remain in good standing. This 
means that biomedicine deeply informs how they experience their work as professionals 
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and, further, on a deeply personal level (Board of Registration of Genetic Counselors 
2010). Since they can offer CEUs at social events and larger all-profession conferences, 
the requirement of continuing education may affect the social worlds of GCs. Some may 
plan their schedules around when they can earn CEUs with GC friends. Some choose to 
“get them out of the way” so they no longer have the cloud of requirement over their 
heads. CEUs requirements come from concepts ever-present in biomedicine, like the 
validity of certification, and GCs must comply for recognition as authorities in their field. 
 
Belonging 
 Belonging can take many shapes and forms. For students, the recognition of key 
skills and competencies means they are developing the skills they most need to become 
recognized professionals. They may feel like they belong as they complete milestones on 
their way to graduation, or upon attending national conferences. Regardless, the field of 
genetic counseling is one that attempts to position itself as a field that cooperates with 
others, whether colleagues or patients. 
 
The Completed GC 
Interviewees participated in a freelisting exercise that explored what they think 
good GCs should do, know, and look like. Almost all informants said good GCs should 
teach their patients about genetics, have a firm background in genetics, advocate for 
patients, and use empathy to connect with those around them. They should be able to 
switch on their engaging “front stage” selves that allow them to become clinicians 
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(Goffman 1959). For many freelisters, however, the qualities of a “good GC” seemed to 
overlap substantially with qualities they mentioned having learned in school. Notably, 
these were characteristics many applicants mentioned in their essays. Perhaps this points 
to central values in genetic counseling where people should be open-minded advocates 
who are good at listening to the problems of people around them. Perhaps this points to 
characteristics that make people intrinsically good, and thus a standard with which GCs 
would like to be compared. 
 
Figure 12. Freelisting Data 
 
 
Bullet points listed by GC Program student in response to the prompt asking what “a 





Similarly, most students either listed or mentioned the concept of “advocating for 
the profession” as an impetus for their desire to work hard and serve the GC community 
upon graduation. Maybe students see themselves as a profession that is underrepresented 
in healthcare, which warrants advocates. But, being an advocate implies pleading for 
another’s cause or promoting the interests of another.  
How could someone who does not feel connected to the profession represent the 
feelings of another? And, similarly, how could someone who feels so intimately 
connected to the profession possibly represent those who do not feel at all connected with 
their professional identities? Does someone who does not feel like their personal and 
professional identities align feel like they are not a good GC? While some GCs are able 
to balance their front- and backstage experiences in order to align themselves with the 
ideals of genetic counseling, some simply cannot perform in a way that allows them to 
wholly merge their professional and personal identities. This is most notable for GCs who 
identify as non-female or as persons of color. 
 
Gender Identity 
 Perhaps one of the most immediately noticeable differences about members of the 
field is gender identity and expression. For many students who are not female identifying, 
operating in a world that was originally so female dominated can be alienating. One male 





“Once one of our male instructors talked with all of us in our prenatal course.” 
Michael’s voice over the phone falters as he recalls the conversation. “We were 
all sitting down and he had to make sure that he told the girls in the class that he 
wasn’t teaching their bodies to them. He said that. He said, “I want to make sure 
you know I’m not trying to teach your bodies to you.” And then he went over the 
female reproductive system. I mean he knows that they know it...but...he must 





Michael differs from many of his classmates because of his identity as a male 
student. His description of how his male instructor teaches the female reproductive 
system to a majority female class reflects that he is well aware of his position as a non-
female student, but also of how his teacher must follow the rules so that Michael can 
become certified. He acknowledges the constraints under which his professor operates. 
The female students may already know most of what they cover, but the instructor needs 
to make sure the students are on the same page. In addition, he may need to ensure that 
his students are all taught the same subject by someone authorized to teach them the 
female reproductive anatomy is necessary, especially so they can stake their claims as 
well-learned genetic counselors. This allows Michael to prove he knows the information, 
even if the anatomy he learns does not apply to his own body. 
In this way, GCs can use courses, diagrams, and models as materializing devices 
that generate knowledge about a particular subgroup of people (Rapp 1988; Martin 1990; 
2001). Here, the genetic counseling students use textbooks, PowerPoints, ultrasounds, 
and other technology to learn and pass on information and attitudes they decide is 
important in clinical interactions. This also means that a student who does not identify as 
female may still claim the knowledge of the field and become biomedically legitimate. 
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A Case Study in “Belonging”: The Jewish Genetic Disease Consortium 
 An organization called the Jewish Genetic Disease Consortium (JGDC) seeks to 
spread awareness of and access to carrier screening through outreach in Jewish 
communities. The consortium comprises many distinct disease- and cause-specific 
organizations that band together to create a Jewish-focused emphasis on genetic 
healthcare. As a broad body of knowledge, it aims to arm the public with knowledge 
about genetic diseases, especially those linked to higher frequencies in ethnically Jewish 
populations. It also serves to address the special needs Jewish spiritual leaders need to 
counsel couples who wish to get married or start families and the in-depth knowledge 
about specific conditions required by OB/GYNs, family practice physicians, and other 
healthcare professionals. The JGDC sees itself as a link in the community, connecting 
various groups of people to the resources that will best fit the needs of everyone, whether 
they are looking for genetic services.  
  In this way, the JGDC reinforces people’s biological citizenship as people who 
are ethnically Jewish and, thus, predisposed to certain “Jewish diseases.” For many 
people involved with the JGDC, we cannot remove conversations about genetic 
healthcare from the context of their life experiences as Jewish people. A GC, Evelyn, 
discusses a time when she found out about her status as a cystic fibrosis carrier. She and 
her partner separated, thus allowing them each to find people who were better genetic 
matches, fitting into each of their ideal versions of the future: 
 
“Little did I know, I am a carrier for cystic fibrosis (CF) and so was my then-
partner. When we came to learn that we’d be at 25% risk for each of our future 
children to be sick with CF, we decided to part ways. The experience was difficult 
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for me, but…in the next three years, I worked my way into graduate school, got 
married to my (non-CF carrier) husband…I practiced both reproductive and 





Evelyn does not beat around the bush: “We decided to part ways.” For Evelyn and 
her partner, their personal decision to start a family or avoid pregnancy seems to become 
a decision that goes well beyond their relationship and into thinking about their 
community and future children as well. She makes a point of specifying that she later 
marries a non-CF carrier and that she has three healthy, unaffected sons. For Evelyn, the 
use of biomedical logic, where taking medical countermeasures to avoid an unfavorable 
biological future is preferable to facing realized historical trauma, to be a point of pride 
and connection. She realizes that she is more a part of the community than she ever 
recognized before simply by providing her children with the best possible outcome. 
 
“I came to realize that I’d been feeling a true connection with my Jewish patients 
and that I wanted to bring my proficiency in genetics to my own community, a 





Evelyn reflects that her genetic screening results have led her on a journey to connect 
even more with her patients and her community. In fact, she calls herself a “community 
GC” and works to increase awareness about genetic diseases in the Jewish community, to 
which she feels she fully belongs. A Jewish geneticist, Dr. Harrison, reveals that she feels 
similar to Evelyn. She says that she connects with her patients in new, personal ways 
each day.  
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Figure 13. Genetic Wall Art 
 
Dr. Harrison’s office, in a building off the main hospital campus, features genetic wall 
art. The left frame contains an image of a cell undergoing the anaphase stage of mitosis. 
The right picture frame holds a clipping of a cartoon that reads, “Do these genes make me 
look fat??” Image courtesy of Kailyn E. Sitter. 
 
 
Dr. Harrison’s office seems to be an example of a genetic safe space where 
patients can visit to receive information from a professional while being exposed to the 
humorous side of their geneticist. As Dr. Harrison herself said, her interactions with 
patients often seem to take on informal tones. If a patient calls her and mentions a name, 
she immediately puts the pieces together to see if she knows who the caller is referring to. 
She will sometimes even ask the information seeker if they know the person she is 
thinking of. However, Dr. Harrison also recalls times when she struggled to understand 
how to work with peers because of how they seemed to perceive something she had no 
issue with. Perhaps for her, this is especially troubling because she cannot reconcile the 
fact that their motives do not seem to align. 
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In one conversation, Dr. Harrison discussed a colleague whose interpretation of 
Jewish genetic screening terminology did not align with her own, which made her 
question why he could not get onboard with something she did not have any trouble with. 
  
“A guy in New York was helping to rewrite the policy for screening and he was 
just so difficult...we couldn’t say Ashkenazi people, but [had to say] people of 
Ashkenazi descent or something. He grew up a child of a Holocaust survivor and 
it was so painful to work with him. We just let him rewrite it all...he just stood up 
and said enough with the Jewish Genetic Screening…[because] the focus on this 
kind of screening made it seem like we were carriers of so many things...but I 
always present it that we have the same amount as other people, we just know 
what to look for. We know what things we’re carriers for. Other populations may 
have been more isolated. He didn’t have that view and the popularity of the term 





Both Dr. Harrison and her colleague identify as Jewish people, so why are their 
reactions to the same information different? Perhaps this reflects a broader shift in 
biomedicine to a more politically correct system. She reports, however, that genetic 
initiatives aimed at Jewish communities are permissible when they originate from these 
and other Jewish communities The intention is not to foster a culture of eugenics, but to 
foster a culture of cultivating self-care, which can manifest itself in healthy, suitable 
partnerships and families. Dr. Harrison reports feeling frustrated with her colleague 
because he does not seem to feel that the terminology being used is appropriately 
reflecting these ideals. This seems especially troubling to Dr. Harrison, and she is 
determined to break down stigma surrounding carrier status in Jewish communities. 
The JGDC aims to educate community members about expanded carrier screening 
[a genetic screening tool that detects disease risk levels in people who want to have 
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biological children], which, it asserts, is appropriate for every person, regardless of 
religious or ethnic background. The JGDC leverages its position as an insider 
organization to provide information seekers with the basic knowledge, but not with 
enough information to be independent from the broader structure of healthcare, which 
provides the actual genetic screenings and tests. 
The JGDC possesses knowledge of its members and of the people who work 
within its reach. The JGDC must embrace the health of its members, while imparting 
knowledge on those in the community. This expands the basis of its membership so it can 
assert that expanded carrier screening is appropriate for everyone. They have redefined 
genetic citizenship for ethnically Jewish people and non-Jewish people. I argue that the 
organization’s role is inherently biopolitical because their mission is to change the way 
people view genetic testing, similar to how genetic counselors attempt to help people 
realize that genetic testing is for everyone—not just those at high risk. Perhaps this is 
their way of attempting to bridge the gap between technologies of the self and neoliberal 
powers that be. As Shirley said, “we’re all carriers for something.” 
 
Not Belonging 
GC training programs follow set curriculums and have similar requirements for clinical 
hours, shadowing, and research across the board. They produce professionally identical 
students—even if those who matriculate come from different backgrounds—because they 
must provide the future clinicians with similar experiences. However, this is not always 
the case. For some students, the feeling of “not belonging” creeps in. For example, some 
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students identify as non-white, non-binary, transgender, or non-female. Most times, we 
can reconcile these differences through the adoption of knowledge that allows the student 
to take part in the professional life of genetic counselors. In other instances, the student 
feels alienated and like a separation between their personal and professional worlds is 
necessary. 
 My purpose in describing students and former students who do not feel as though 
they belong fully in the profession is to illustrate the interactions between the personal 
and professional lives of GCs, who must constantly examine the meanings of their lives 
and actions under ever-present constraints of biomedicine. When discussing manic 
depression, Martin notes that medicine and its practitioners are often uncomfortable with 
topics—like race and class—that bring disquiet into the medical setting (Martin 2007, 
100). She describes the disturbance as “sending heavy, roaring waves to break on [the] 
shore” (Martin 2007, 100). The imagery conjured by this storm is unsettling and, for 
some GCs, an uneasy reality. 
 
The Case Continued: Dor Yeshorim on the Fringe 
 However, even some groups who have historically faced traumatic realities 
surrounding their ethnic and biological citizenships cannot make their ways back into the 
larger genetic community’s good graces. Dor Yeshorim, a matchmaking service provided 
to Orthodox members of Judaism, collects blood samples from high school-aged 
children, and compares the samples against one another to determine whether two 
individuals are a genetically compatible match. If the couple is not a match, the system 
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codes them as “not a match,” and they are each matched with other individuals until it 
places genetically compatible matches. This model buys into the concept of biomedical 
logics, just like the one Evelyn used. 
However, this anonymous system may not be morally or ethically permissible, 
because it does not re-test its samples, meaning that someone’s carrier status can be out-
of-date as they develop new tests. This concerns providers because an out-of-date system 
can harm members of their community. Rather than seeing this organization as 
colleagues, they instead view it as a group that requires their assistance. Dr. Harrison says 
that she has occasionally sent updated information about genetic disorders and tests to 
staff members of Dor Yeshorim hoping they might keep up to date with the advancing 
technology. Genetic health care is no longer something that is only necessary if you fit 
into certain categories, they can be valuable for people of all backgrounds and all 
experiences—unless you advocate for it in the wrong ways. 
 
Blind Spots 
Discrepancies between the assumed and hidden identities of genetic counselors 
are apparent and can drastically affect how GCs interact with their peers, superiors, and 
patients. This also means that GC education programs are highly reliant on understanding 
and connecting with their students’ identities to provide an education that allows its 
students to feel as though they belong in the profession. This would allow for students 
and GCs who feel connected to their profession to take part in the self-selection process. 
Allowing marginalized voices in the field to participate in this process will also 
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contribute to greater diversity within a field that remains, largely, homogeneous.
 Similarly, maintaining the homogeneity of a field fosters a narrow view of health 
which is not beneficial for clinicians or patients. Genetic counselors may, instead, 
commit to learning about structural challenges that interfere with their work to avoid a 
self-reproducing field blind to outside forces. By embracing the peripheral perspectives 
of its members who do not feel fully like they belong, genetic counselors can ensure a 
vivid, safe, and healthy future for their profession and all who embody the spirit of 





“Advocating for the Profession” 
 
 One of the most common phrases genetic counselors and students throw around is 
“advocating for the profession” or that they must be “advocates for the profession.” The 
word “advocate” carries strong implications, typically that the person advocating is 
intimately familiar with the struggles of the oppressed (Merriam-Webster 2020). In law, 
the phrase means someone who proclaims publicly, or at least in front of an authoritarian 
source of knowledge, that the profession is deserving of their credit (The Editors of 
Encyclopaedia Britannica 2020). Is legitimate. That it is valuable to the medical 
community. So, how does that all work when GCs’ authority is thrown into question?
 For the last six months, GCs have been attempting to get a federal bill passed. The 
bill, the Access to Genetic Counselor Services Act (H.R. 3235), would:  
 
“…authorize the U.S. Centers for Medicare and Medicaid Services (CMS) to 
recognize [GCs] as healthcare providers” thus allowing people with Medicare and 




The organization continues: 
 
“The passage of this Act would reverse the current Medicare policies that limit 
physician referrals to genetic counselor services. Lack of access can result in 
harm such as incorrect interpretations of genetic test results, failure to identify 
individuals’ genetic risk, and inaccurate risk assessments leading to inappropriate 
medical management and sometimes death. The passage will also help lower 
healthcare costs by ensuring the appropriate use of genetic testing.” 
 
NSGC Blog (National Society of Genetic Counselors 2019) 
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Genetic counselors have set themselves apart. They are experts in genetic 
healthcare who can prevent people from receiving incorrect testing. They can save people 
from death just through the knowledge they have from being taught by authorities in their 
field. Abbott might say they “legitimate their control by attaching their expertise to 
values with general cultural legitimacy, [like] the values of rationality, efficiency and 
science” (Abbott 1988, 16). According to Abbott, the GCs are acting as a profession, with 
their governing organizations making statements about the authority and jurisdiction they 
have earned by possessing and using certain kinds of knowledge.  
 The problem arises when another professional group, the American College of 
Medical Genetics and Genomics (ACMG), decided that genetic counselors should have 
limits set on their applications of knowledge. So the next question becomes, who is more 
biomedical? Are there degrees of fitting into the biomedical identity of a clinician much 
like there seem to be degrees of “fitting in” as a genetic counselor? Now, genetic 
counselors are facing tough conversations with their only other main allies in the world of 
genetics. They now face discussions of risk for themselves, between losing connections 
who are non-GC genetic health professionals and losing their sense of identity as GCs. 
GCs are being tested to see what they value more.  
Other, similar, power struggles have occurred throughout history. Such battles 
have erupted in history. Midwives gave up their practices to the “safer” doctors, or for 
acupuncturists, as they saw their training become more biomedicalized, thus affecting 
how they operate and see their professions (Reiger and Lane 2009; Cant, Watts, and 
Ruston 2011; Barnes 2003). In this battle where GCs face off with other genetic 
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healthcare professionals, GCs make an argument for their expertise, highlighting their 
unique skills that set them apart from the rest of medicine.  
GCs are intimately aware of the daily realities their patients experience; this 
knowledge comes from in-depth conversations and deeply personal relationships GCs can 
cultivate with others. Other members of genetic healthcare teams are, like GCs, intimate 
in their knowledge of bodies’ biological processes, but may not think of their patients in 
more holistic ways. Similarly, GCs use their perceived lower hierarchical status as mid-
level providers to argue that they can afford to take the time to treat patients who may not 
be as financially beneficial to doctors. Physicians, however, lay claim to the genetic 
knowledge and claim that they should be the only providers allowed to order tests 
because they have spent more time learning the biomedical information.  
In the 1980s, some male OB/GYNs claimed gendered knowledge of the female 
body and declared that their technical and academic training was vastly more important 
that the experiences women and female general practitioners experienced through 
everyday life as women (Good 1995c; 1995a). They were the experts, and they allowed 
no one to challenge their authority (Good 1995a). However, this contrasts with 
perspectives from genetic counseling, where personal expertise and history factor 
immensely into the work each professional does and how they relate to their patients. 
So, what does GC enculturation, acculturation, and socialization teach them to 
do? Susan seems to know that, for her and her students, talking things out in a safe space 
is necessary. This seems to match her view about how genetic counseling serves a 
collaborative field in which members can be a close-knit field, sharing their innermost 
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thoughts and feelings. For them, this is a way of demonstrating the best care for their 
patients, even if their patients are not in the room. Unfortunately for GCs, refusing to buy 
into the demands of the larger body of ACMG may lead to their losing status as hard-
fought members of the genetics community. 
Even the term “zebra” comes with connotations that give genetic counselors a 
sense of pride about how their patients come first, with the risk of being ostracized from 
their colleagues. They are hunters. They seek the answers that have eluded people for 
years—decades, even—and work to understand ultra-rare conditions. They strive to work 
as groups to find answers and hope that “understanding [rare diseases] will help us 
understand human biology” (Findacure 2020). Some physicians feel stigma working with 
groups they see whose conditions are unattainable or unfixable by biological technologies 
(Kempner 2014; Bloom 2019).  
Genetic counselors stand at the edge of reason in medicine. Why do they do what 
they do? What happens when they work with patients who diseases are unknown or 
cannot be cured? Must they face the same stigma some doctors face? The term “zebra” 
can elicit strong emotions from some GCs. Thinking of hunting for a rare disease allows 
them to explore the improbable. One little patient, Tiana, proudly sits in her hospital bed. 
Wires trail behind her, connecting her body to machines around her bed. Her pink shirt 
says “wild” in glittery blue letters and features a zebra directly below (Boodman 2019). 
She is a zebra, and genetic counselors are trying to hunt through the noise of the 
hoofbeats around them.  
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Ultimately, the GC Program does what it aims to do. It reproduces this identity of 
the GC who is an advocate and is personally and professionally invested in the health of 
their patients and fellow GCs. The program also does well, recognizing that it needs to 
work within constraints. GCs pride themselves on being able to take time with patients, 
but even they are limited with how long an appointment can be. They provide excellent 
care under constraints imposed on them by the structures of biomedicine under which 
they work. But what does this all look like for people who don’t identity both personally 
and professionally with the field? One informant has described that they, as a non-white 
and non-gender conforming GC has trouble fitting in. Rather than the ability to be 100% 
GC and 100% themself at any point, they put restrictions on when they can wear a certain 
hat. 
As part of a thought experiment to push my conclusions, I’ve been attempting to 
expand the definition of genetic care. GCs already work on personal, intense, grueling 
levels with patients. I do not mean this expansion to undermine the important work they 
do. However, I am left reflecting on the institutionalized racism found within 
biomedicine and in American society today. The Tuskegee Syphilis Study created 
ramifications that are still felt today. It has fed into a lack of representation for many 
minority groups in biomedical research (Khazan 2018; Lehrner and Yehuda 2018). This 
means that the results of research are not applicable to populations who were not 
involved in the trials.  
Events like the Dutch Hunger Winter  provide opportunities for the “biological 
embedding” of trauma, which can change epigenetic patterns and gene expression for 
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generations after the experiences (Zimmer 2018; Lehrner and Yehuda 2018). The actions 
of parents generations previous can drastically affect the health outcomes of their 
progeny (KaiserJul. 10, 2014, and Pm 2014; Carey 2012). Changes to the environments 
and stress levels of people early in life can cause drastic epigenetic changes that are felt 
throughout life, sometimes in the form of diseases like schizophrenia and rheumatoid 
arthritis (Heijmans et al. 2008).  
I am left to reflect on how the daily experience of micro-aggressions, stress, 
realized historical traumas, and historical disenfranchisement can affect patients and their 
epigenetic health to this day (Aristizabal et al. 2019; Lehrner and Yehuda 2018; 
Presumey-Leblanc 2020). I urge GCs to consider themselves as advocates for all of 
genetic healthcare, which can increase their professional authority and allow them to 
challenge assumptions present in medical structures today. This can, ultimately, increase 
their visibility as professionals who challenge their privilege as being a majority white 
and female profession.  
We should consider “genetics” a legacy—both something inherited by those with 
genetic and epigenetic conditions, but also by those who become enculturated through 
education. Although the concept of examining epigenomes is still fuzzy, ignoring the 
legacies, diseases, and disadvantages people inherit sidesteps the historical aspects on the 
field of genetics and sanitizes its history. And as Lehrner and Yehuda describe: 
 
“The experience and transmission of trauma effects are embedded within a larger 
cultural context that includes narratives, beliefs, and practices. The effects of 
trauma are also felt and transmitted within a sociostructural context that includes 
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access to resources, relative safety of the neighborhood, and the larger political 
environment.”  
 
(Lehrner and Yehuda 2018, 58) 
 
 
Similarly, representation within the field is important to recognize and maintain. 
Saying that Asians and Asian Americans who serve as GCs “don’t even really count” as 
minorities within the field because they are so heavily represented as a minority group 
erases the experiences of being targeted they have faced and can bring to the field as 
providers. Recognizing that they are “overrepresented” in the field does not mean that it 
protects them from racist language and behavior, as evidenced through many mentions 
from Donald Trump of the COVID-19 disease being caused by the “Chinese virus” 
(Cheng 2020). Numeric representation does not equal actual representation, especially 
because numbers do not equal actual human’s lived experiences. Rather, an 
“overrepresented minority” absolves us of needing to recognize that members of the field 
are different and that their uniqueness is not irrelevant. 
It has been long shown that patients benefit from seeing providers who look like 
them because the provider and patients can have a sounder, more empathetic relationship 
(Torres 2018). GCs can challenge themselves by learning how genetics and epigenetics 
affect people of different backgrounds. GCs are advocates for themselves and their 
profession—why not push further and lead the way into holistic care for every patient? 
Already, groups of GCs have formed to support GCs who have “social minority 
identities” and in an effort to “promote sentiments of inclusion across the profession” 
(Berro et al. 2020, 206). Another alliance names itself as a “step towards developing a 
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more diverse genetics workforce to meet the needs of diverse families in the United 
States” (Mann 2020, 202). 
GCs might consider redefining themselves or their professional goals considering 
a social justice framework that can address modern-day eugenics movements. As simple 
as it seems, one of my neighbors recently tried a 23andMe testing kit, which he 
purchased from a well-known retailer. He found out he has a tiny percentage of 
Ashkenazi Jewish ancestry, so now he says it is ok for him to make insensitive jokes 
about Jewish people. Because he is “one of them.” Even with his newfound heritage, the 




Figure 14. 23and Me Display 
 
A local retailer displays various 23and Me kits and advertises that consumers can 
“Discover what makes you, you” through testing for health, ancestry, traits, and nutrition 
information. Image courtesy of Kailyn E. Sitter. 
 
 
GCs are uniquely positioned at the intersection of culture and science. They have the 
power to challenge and advocate for patients but who are victims of structures of society. 
This addressing of privilege, micro-aggressions, structural racism, and historical trauma, 
can allow disenfranchised students to take a stake in the GC profession because they can 
feel like it works for them. They can, like the community GC, use the field as a tool to 
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serve members of their own communities in ways GCs from other backgrounds may be 
unable. 
 
Generalizability and Next Steps 
These results are not generalizable to every genetic counselor or every graduate 
from the GC Program. My intent is not to create a blanket description of how every GC 
thinks and acts or how every program is (or should be) structured. Instead, I argue that we 
should critically examine common components of GC enculturation so that the field can 
address the differing attitudes, identities, and beliefs of its members. The field can then 
appreciate its vitality and diversity in ways that allow it to better connect with patients 
from all different backgrounds. 
I also extend a challenge to all genetic counselors to become advocates “genetic 
citizens,” whether through the use or production of valuable biological material, or by 
prolonged, violent exposure to trauma, so they can limit suffering and create equitable 
access to healthcare. I am not suggesting that GCs should intentionally expose 
themselves to trauma or violence, but that they should instead aim to incorporate those 
who have experienced such horrific events into their profession to gain a better 
perspective of these issues, which they can then use to broaden their own clinical, 
counseling, and advocacy skills. 
Future research can explore the differences among cohorts enculturated before 
and after GC programs instituted the match process. Since the Match process closely 
mirrors experiences found in medical education, I am curious about the effects such 
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purposively mirrored events might have in the attitudes of GC students as they transition 
to professionalism. Similarly, I hope we may use information presented in this study to 
bolster the field of genetic counseling’s longstanding efforts at increasing levels of 
diversity and inclusion in both its educational processes and patient populations. GCs are 
smart, capable, passionate people who wish to make a difference; including more voices 
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